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1 Introduction 
 
The word dementia refers to symptoms of a range of diseases which impact on the brain, are 
progressive and reduce cognitive and ultimately physical abilities. Dementia is chronic in nature and 
affects each person, their carers and family members differently. It impacts negatively on the person’s 
social and language skills, ability to learn and capacity to remember, and has implications for their 
mortality and quality of life. Although it predominantly impacts on older people, dementia can affect 
younger people and is not a typical aspect of ageing. Dementia requires intervention for its 
management. 
 
Alzheimer’s disease is the most common type of dementia and accounts for more than 50% of 
dementia presentations. Other well known forms of dementia include: Vascular dementia, Frontal 
Lobe dementia, Pick’s Disease, Lewy Body Disease and alcohol related dementia [1]. Some people 
experience more than one of the dementia types and there is a diversity of additional forms of less 
common dementias.  
 

NB: 
Refer to the Guidelines and Pathways document for further information on the definition 
of dementia and different types of dementia 

 
In 2005, Access Economics estimated that there would be more than 200,000 people with dementia in 
Australia and that by 2050 this will exceed 730,000 or 2.8% of the population [2]. Each state and 
territory differs in the proportion of people living with dementia, primarily due to patterns of 
demographic change. The most rapid growth states for dementia prevalence are Queensland, the 
Northern Territory and Western Australia. For current information on dementia refer to the Alzheimer’s 
Australia website (www.alzheimers.org.au).  
 
Demand for access to high-quality dementia care for people living in the community will rise 
exponentially over the coming decade. The National Framework for Action on Dementia identifies the 
importance of care across the trajectory of the illness and across all health care settings [3].    
 
The Cognition/Dementia Care System Education Package has been developed from the Clinical 
Practice Guidelines (Guidelines) and Care Pathways (Pathways) for People with Dementia 
Living in the Community 2008 and encompass all non-pharmacological care for the person with 
dementia and their carer from recognition, assessment and diagnosis until death.   
 
The journey of dementia usually spans a number of years and care may be provided from a range of 
health professionals across various settings. The Guidelines, Pathways and Education Package are 
presented in three phases to reflect the challenges faced by people with dementia and their carers as 
their parallel journeys unfold. The identified phases are:  

1. Recognition, assessment and diagnosis phase 
2. Post diagnosis, monitoring, management and care phase 
3. The advanced phase 
 

The collaborative approach to support promoted in each of the phases is intended to reflect currently 
available evidence and to offer tools which facilitate the delivery of an effective continuum of care for 
people who have dementia and their carers. For this reason practice tips, which demonstrate how a 
guideline might be acted upon, have been included in the document. These have been mostly derived 
from experience, suggestions from focus groups which included General Practitioners (GPs), or 
literature at an opinion of expert level. 
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2   Recognition, Assessment & Diagnosis Phase 
 
In the recognition, assessment and diagnosis phase of dementia care this section provides information 
to assist General Practitioners (GPs) to recognise early cognitive changes and undertake appropriate 
assessment and/or referrals.   
 
An understanding of the clinical and ethical issues related to early diagnosis and associated disclosure 
will assist you to support the person with dementia and the carer appropriately during this time. Both 
the person with dementia and the carer may experience feelings of grief and loss from the time of 
diagnosis [4]. 
 
Specifically in this phase GPs can be responsible for: 

 
The onset of dementia is very gradual, and it is often not possible to identify when symptoms first 
presented. Alzheimer’s Australia has identified some signs of early dementia that may serve as 
prompts for carers to seek professional assessment [5]. The person may: 

• appear more apathetic, with less sparkle 
• lose interest in hobbies or activities 
• be unwilling to try new things 
• be unable to adapt to change 
• show poor judgement and make poor decisions 
• be slower to grasp complex ideas and take longer with routine jobs 
• blame others for ‘stealing’ lost items 
• become more self-centred and less concerned with others and their feelings 
• become more forgetful of details of recent events 
• be more likely to repeat themselves or lose the thread of their conversation 
• be more irritable or upset if they fail at something 
• have difficulty handling money 

 

NB: 
Refer to the Guidelines and Pathways document for further information on the 
recognition, assessment and diagnosis phase 

 
2.1   Detection 
 
Despite the increased incidence of dementia there is no evidence to support routine population 
screening for those aged over 65 years [6-8]. However, GPs are encouraged to assess people who 
show signs of mild cognitive impairment (MCI) as more than 59% of people who present with MCI later 
develop dementia [6]. When carers describe cognitive decline in a person, cognitive assessment and 
careful follow-up are indicated [9]. 
 
 
 

• Diagnosis of dementia and where possible identification of the sub-type of dementia 
• Assessing the functional abilities of the person with dementia - using validated tools 
• Assessing the cognitive function of the person with dementia - using validated tools 
• Providing support and information for the person with dementia and their carer 

regarding the diagnosis of dementia 
• Assessing and planning treatment for any co-morbidities 
• Understanding the knowledge of the person with dementia and their carer with respect 

to the diagnosis of dementia and its implications 
• Identifying services required to meet the needs of the person with dementia and their 

carer 
• Assessing the understanding of advance care directives of the person with dementia 

and their carer 
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Guideline 
Refer to the Warning Signs for Dementia information sheet (Appendix 1) [10] 
Complete the Informant Questionnaire on Cognitive Decline in the Elderly (IQ Code) (Appendix 2)  
[11] assessment with the carer if a loss of cognitive function is suspected by the carer 
Complete the KICA-Screen and KICA-Carer (Appendix 3) [12, 13] for Indigenous Australians who are 
aged over 45 and who live in rural and remote areas [14] 
 
2.2   Clinical assessment 
 
A diagnosis of dementia is only to be made after a comprehensive assessment. An initial clinical 
assessment that combines multiple and varied sources of information is recommended to evaluate 
people suspected of having dementia.  
 
Guideline 
Complete an initial clinical assessment [8] including a: 

• medical history 
• family history 
• social history 

• cultural history 
• medication history 
• detail of the chief complaint 

Complete a comprehensive patient assessment using the Medicare item numbers 700 to 706 where 
the person is eligible [15]. Further detail provided through the Australian Government Department of 
Health & Ageing website:  
http://www.health.gov.au/internet/main/publishing.nsf/Content/mha_700-719.htm  
 
 

NB: 

While most people with dementia can be assessed and managed adequately by their 
primary care physicians, a referral to a geriatrician, geriatric psychiatrist, neurologist or 
other professional may be necessary [9] 

 
2.3   Cognitive assessment 
 
Cognitive assessment for those suspected of having dementia needs to include examination of 
attention and concentration, orientation, short and long term memory, praxis, language and executive 
function [8]. The assessment of the person’s cognitive abilities is considered the optimum method to 
determine the existence of dementia. Formal cognitive testing needs to be undertaken using 
standardised instruments. Factors such as visual impairment, sensory impairment and physical 
disability need to be assessed and considered when selecting the mental status tests to be 
implemented [8, 16]. 
 
Guideline 
Complete one of the following recommended cognitive screening instruments: 
The Rowland Universal Dementia Assessment Scale (RUDAS) (Appendix 4) [17] 

This tool is a valid efficient cognitive screening instrument designed to minimise the effects of 
cultural learning and language diversity on the assessment of baseline cognitive performance. 
The screen is not to be used to diagnose dementia. 

The Kimberley Indigenous Cognitive Assessment tool (KICA) (Appendix 3) [12-14] 
This tool is recommended for cognitive assessment of Indigenous peoples aged over 45 years 
who are living in rural and remote areas of Australia. The combined KICA-Screen and       
KICA-Carer are recommended as suitable brief screening tools to be used by primary care and 
GPs for cognitive screening of Indigenous peoples in rural and remote areas. The full KICA is 
recommended for use where there is a positive KICA-Screen or KICA-Carer score. 

The General Practitioner Assessment of Cognition (GPCOG) (Appendix 5) [14, 18] 
This tool is a valid efficient screening instrument for dementia screening and tests for cognitive 
function, (cognitive test questions) and historical questions asked of an informant. It provides 
information about the person’s abilities in time orientation, visuo-spacial functioning, information 
and recall. The screen is not to be used to diagnose dementia. 

The Modified Mini-Mental State Examination (MMSE-3MS) is recommended for cognitive testing 
[14] 
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Practice Tip  
Be aware of, and allow for, hearing and vision difficulties 
Consider each person with dementia and carer as an individual. For example, consider their cultural 
background, religious beliefs, sexual preferences, language, family systems/ relationships and 
customs. 
An interpreter may be required for people who are hearing impaired or of a CALD background
Alzheimer’s Australia provides a resource kit, Perceptions of Dementia in Ethnic Communities, 
providing community profiles of various culturally and linguistically diverse (CALD) groups. The profiles 
include general information regarding the CALD group, their perceptions of dementia and care and 
issues to consider in providing appropriate services. The kit can be found via: 
http://www.alzheimers.org.au/upload/CALDPerceptionsOct08.pdf 
 
2.4   Investigations for co-morbidities 
 
Investigations to support cognitive testing in the diagnosis of dementia include routine haematology 
and biochemistry.  
 
Guideline   
Complete haematology and biochemistry investigations. Laboratory tests that may be helpful in a 
dementia screen are: 

• complete blood count 
• measurement of thyroid stimulating hormone 
• serum electrolytes 
• serum calcium 

• serum B12 
• folate 
• serum glucose 
 

Other investigations will depend on clinical presentation 
 
2.5   Differential diagnosis 
  
Clinical deficiencies that lead to cognitive impairment require treatment. These may include thyroid 
therapy, vitamin B12 replacement or treatment for alcohol dependence [9]. In addition, exclude 
prescribed over-the-counter and complimentary therapy drugs as well as recreational drugs as 
possibly impacting on a person’s cognitive impairment [15]. 
 
Dementia, delirium and depression have overlapping clinical features and may co-exist. Differentiation 
between delirium, dementia and depression using valid and reliable assessment tools is required.   
 
Guideline  
Differentiate between dementia, delirium and depression 
Delirium is described by the American Psychiatric Association as: 

“…characterized by a disturbance of consciousness and a change in cognition that develop 
over a short period of time …. The disturbance … tends to fluctuate during the course of the 
day. There is evidence from the history, physical examination, or investigations that the 
delirium is a direct physiological consequence of a general medical condition, Substance 
Intoxication or Withdrawal, use of a medication, or toxin exposure, or a combination of these 
factors.” [19, p. 135-136] 

The Confusion Assessment Method (CAM) is a validated tool to assist in distinguishing delirium and 
dementia but does not indicate severity [14]. The Cam cab be found at the following website:  
www.consultgerirn.org/uploads/File/Confusion%20Assessment%20Method%20(CAM).pdf  
Depression is described by the World Health Organisation as: 

“…a common mental disorder that presents with depressed mood, loss of interest or pleasure, 
feelings of guilt or low self-worth, disturbed sleep or appetite, low energy, and poor 
concentration. These problems can become chronic or recurrent and lead to substantial 
impairments in an individual's ability to take care of his or her everyday responsibilities. At its 
worst, depression can lead to suicide, a tragic fatality associated with the loss of about 
850,000 lives every year.” [20, ¶ 1] 

The Geriatric Depression Scale (GDS) (Appendix 6) [14, 21] is a reliable valid self screening tool for 
assessing depression 

Continued over page… 
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The Cornell Scale for Depression in Dementia (CSDD) [14, 22] can be found in full on the following 
website: http://www.health.gov.au/internet/main/publishing.nsf/Content/ageing-rescare-
natframe.htm~ageing-rescare-natframe08.htm 
 

NB: 
It is critical to identify and treat general medical conditions discovered at assessment [23] 

 

 
Practice Tip  
Refer to the A Comparison of the Clinical Features of Delirium, Depression and Dementia table 
(Appendix 7) [15] and the Compare and Contrast Normal Ageing & Dementia Related Memory 
Impairment table (Appendix 8) [24] 
Refer to section 3.1.2 Behaviour management if symptoms of behavioural and psychological disorders 
are present 
 
2.6   Functional assessment 
 
A home visit is useful to obtain a history and to assess the safety and quality of the environment in 
which the person with dementia lives [15], including risk of falls. The functional assessment needs to 
include determination of ability/ disability. 

 
Practice Tip  
It may be important to break tasks down into steps to assist the client to maintain their functional 
abilities and independence level 
The Alzheimer’s Australia website contains printable help-sheets to assist people with dementia and 
carers by providing them with information about supporting ADLs and are available via this link: 
http://www.alzheimers.org.au/content.cfm?topicid=161 
 
2.7   Informing the patient and carer 
 
Following a diagnosis of dementia, clinicians need to give adequate time at an appropriate opportunity 
to discuss the diagnosis and its implications with both the person with dementia and family members. 
There is a consensus that favours disclosure of diagnosis; however some people with dementia and/or 
their carers may not wish to know their diagnosis. When disclosure does not occur, the reasons for 
this decision is to be clearly documented [9].  
 
Practice Tip 
For some CALD groups it may be culturally insensitive/ inappropriate to disclose a diagnosis 
In some families of a CALD background a key decision maker makes all the decisions surrounding the 
care of a person who has dementia and how other family members should respond. It is important to 
identify this person so as to inform their decisions and respond to the needs of all involved family 
members. The primary carer may not have decision making authority within their family. 
Alzheimer’s Australia provides a resource kit, Perceptions of Dementia in Ethnic Communities, 
providing community profiles of various culturally and linguistically diverse (CALD) groups which is 
available via: http://www.alzheimers.org.au/upload/CALDPerceptionsOct08.pdf 
 
People with dementia and their families require ongoing support to cope with the diagnosis [8, 9, 26] 
and the associated health, lifestyle, financial and legal implications. Refer to the Resources List over 
the page. The Guidelines and Pathways document has further service contact details listed. 
 
 
 

Guideline 
The following are recommended functional assessments: 
A Home Environment Assessment [15] 
The Barthel Index (Appendix 9) [25], though generic, is a suitable tool for measuring activities of daily 
living (ADLs) in the community setting [14] 



  16

Practice Tip 
Provide the person 
with dementia and 
their carer written  
information on: 

Resource List 
(Consider creating packages containing this information to provide to 
people newly diagnosed with dementia and their carers) 

Signs and symptoms 
of dementia 
 

Alzheimer’s Australia Helpsheet  
1.2 – Diagnosing dementia          

http://www.alzheimers.org.au/upload/HS1.2.pdf 
The course and 
prognosis 
 

Alzheimer’s Australia Helpsheet  
1.8 – Progression of dementia       

http://www.alzheimers.org.au/upload/HS1.8.pdf 
Alzheimer’s Australia Type of Dementia Helpsheets 

1.12 – Alzheimer’s disease               
http://www.alzheimers.org.au/upload/HS1.12.pdf 

1.13 – Vascular dementia                  
http://www.alzheimers.org.au/upload/HS1.13.pdf 

1.14 – Frontal Temporal Lobar Degeneration (FTLD) 
http://www.alzheimers.org.au/upload/HS1.14.pdf 

1.15 – Dementia with Lewy bodies 
http://www.alzheimers.org.au/upload/HS1.15.pdf 

1.16 – Alcohol related dementia                       
http://www.alzheimers.org.au/upload/HS1.16.pdf 

1.17 – AIDS related dementia                         
http://www.alzheimers.org.au/upload/HS1.17.pdf 

1.18 – Downs syndrome and Alzheimer’s disease    
http://www.alzheimers.org.au/upload/HS1.18.pdf 

1.13 - Diagnosis: Informing the person with dementia 
http://www.alzheimers.org.au/upload/HS1.18.pdf 

Treatments 
 

Alzheimer’s Australia Helpsheet  
1.9 – Drug treatments and dementia                

http://www.alzheimers.org.au/upload/HS1.9.pdf 
Local care and support 
services 
 

Alzheimer’s Australia Helpsheets 
1.5 – Next steps                         

http://www.alzheimers.org.au/upload/HS1.5.pdf 
3.2 - Taking Care of Yourself                 

http://www.alzheimers.org.au/upload/HS3.2.pdf 
Financial 
 

Centrelink                       
http://www.centrelink.gov.au/internet/internet.nsf/individuals/car
er_index.htm 

Alzheimer’s Australia Helpsheet 
1.4 - Early planning                          

http://www.alzheimers.org.au/upload/HS1.9.pdf 
Legal and advocacy 
advice 
 

Queensland Aged & Disability Advocacy Inc. (QADA) 
http://www.qada.org.au 

Sails - Senior’s Advocacy Information and Legal Service 
http://www.caxton.org.au/sails.html 

Alzheimer’s Australia Helpsheet 
1.4 - Early planning                    

http://www.alzheimers.org.au/upload/HS1.4.pdf 
Resources and 
support services 

The Commonwealth Respite and Carelink Centres        
www.commcarelink.health.gov.au 
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NB: 

An alternative to the previously suggested information factsheets would be to provide the 
free booklets listed below: 

• Dementia – The Caring Experience. A guide for families and carers of people 
with dementia. Available from the Australian Government Department of Health 
& Ageing website:http://www.health.gov.au/internet/main/publishing.nsf/ 
Content/B804F0BA5AAD35BACA256F19000FF80D/$File/careexp.pdf 

• Dementia Booklet Set for People Living with Dementia and their Carers. This set 
can be ordered by fax, mail, or phone (see Appendix 10) through the Australian 
Government Department of Health & Ageing 

The booklets can be ordered in bulk or individually. 
Other free publications and free products are available and can be ordered through the 
Australian Government Department of Health & Ageing. An overview is provided in 
Appendix 10. The order forms highlight the available languages of these publications. 

 
 Practice Tip  
Complete a referral to Alzheimer’s Australia (Appendix 11). Often, people with dementia and their 
carers forget to contact supportive services such as Alzheimer’s Australia. Before completing the 
referral form, seek the person with dementia and/or their carer’s consent. The staff from Alzheimer’s 
Australia can then contact the nominated person on the referral to discuss their individual situation and 
needs. The organisation offers: 

• information on dementia 
• National Dementia Helpline Service 
• Dementia Behaviour Management Advisory Service – Helpline available 24 hours, 7 days a 

week 
• Living with Memory Loss Program – for the person with dementia and their carer   
• support/ activity groups 
• counselling/ support 

  

NB: 
Provide feedback to service providers involved in supporting the person with dementia 
and their carer 

 
Practice Tip 
Counselling for carers may be available through the following funded resources:  

• Carers Australia and the Network of Carer Associations in each State and Territory: National 
Carer Counselling Program available via Freecall: 1800 242 636* 

• The National Dementia Helpline available via Freecall: 1800 100 500*                                          
* Calls from mobile phones attract applicable rates 
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2.8   General Practitioner’s recognition, assessment and diagnosis 
phase care pathway 
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3   Post Diagnosis, Monitoring, Management & Care Phase 
 
This section follows the recognition, assessment and diagnosis phase. At this stage the person with 
dementia may be considerably more dependent due to reduced cognitive and functional capacity. A 
high level of in-home support may be required or residential placement may be approaching. 
 
Specifically in this phase GPs may be responsible for: 

 
Issues that may be of concern for the person with dementia are that they may [27]:  

• be forgetful of recent events and memory for the distant past seems better, but some details 
may be forgotten or confused 

• be confused regarding time and place 
• become lost if away from familiar surroundings 
• forget names of family or friends, or confuse one family member with another 
• forget saucepans and kettles on the stove 
• may leave gas unlit 
• wander around streets, perhaps at night, sometimes becoming lost 
• behave inappropriately - for example, going outdoors in their nightwear 
• see or hear things that are not there 
• become very repetitive 
• be neglectful of hygiene or eating 
• become angry, upset or distressed through frustration 

 

NB: 
Refer to the Guidelines and Pathways document for further information on the post 
diagnosis, monitoring, management and care phase 

 
3.1   Management strategies for persons with dementia 

 

3.1.1   Treatment of co-morbidities  
People living with dementia have similar numbers of co-morbidities to that of the general population 
(age, race and sex adjusted) but they may be more inclined to miss specialist’s appointments and be 
less compliant with treatment due to cognitive impairment [15].  
 
 
 
 
 

• Establishing goals aimed at maintaining independence, self care and safety, with the 
person who has dementia and their carer  

• Establishing procedures for regular review of care goals and developing new goals as 
required 

• Assessment and referral to other care providers as required 
• Establishing information sharing and communication between care providers  
• Providing effective communication strategies for the person with dementia, their carer 

and care providers 
• Assessing the carer’s knowledge and role in providing support for the person with 

dementia 
• Providing information and support to both the person with dementia and their carer 
• Assessing the psychosocial needs of the carer and resourcing them to meet these 
• Facilitating access to respite care as required 
• Providing appropriate interventions and review as required 
• Reviewing advance care directives 
• Supporting the carer in making decisions regarding alternative care arrangements 

when appropriate 
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Guideline 
Identify and manage co-morbid medical conditions. Common medical conditions in this population 
include diabetes, hypoxia, anaemia, postural hypotension, epilepsy, infections, pain and urinary or 
faecal retention [15]. Hypertension needs extra attention in this group. There is also an increased risk 
for epilepsy [28]. Psychological morbidities such as depression, delirium and anxiety need to also be 
assessed and managed [15]. 

 
Practice Tip  
Be aware of, and allow for, hearing and vision difficulties 
Consider each person with dementia and carer as an individual. For example, consider their cultural 
background, religious beliefs, sexual preferences, language, family systems/ relationships and 
customs. 
 

NB: 
It is crucial that medical conditions that may contribute to confusion continue to be 
identified and managed [23] 

 
3.1.2   Behavioural management  

The person living with dementia may exhibit behaviours which are of concern and this can significantly 
impact on the carer’s ability to cope. It is therefore important that behavioural changes are 
comprehensively assessed and reviewed at regular intervals.  
 
Guideline 
Identify any behavioural changes. Support the carer to complete the Revised Memory & Behavioural 
Problems Checklist – RMBPC (Appendix 12) [29, 30]. This tool can provide information on 
behaviours and the carer’s emotional response to behaviour changes. 
Complete a comprehensive assessment including: 

• physical health 
• presence of pain (may be a source of 

agitation for people with dementia) 
• side effects of medication 

• individual biography 
• psychosocial factors 
• physical environmental factors 
• a behavioural analysis 

Complete other relevant tools if further information is required: 
• The Neuropsychiatric Inventory Questionnaire (NPI-Q) short format (Appendix 13) [16, 31] 

can be used to assess neuropsychiatric symptoms and carer distress and is available on page 
67 via: http://www.health.nsw.gov.au/pubs/2003/pdf/care_dementia_guide.pdf  

• The Behavioural Pathology in Alzheimer’s Disease Rating Scale (BEHAVE-AD)[14, 32] 
tool may be useful though it may be difficult for non-specialist staff to use 

• If further investigation of aggression is required the Rating Scale for Aggression in the 
Elderly (RAGE) [14, 33] is recommended 

• If additional information about anxiety is required the Rating Anxiety in Dementia (RAID) [14, 
34] may be suitable 

 
Management of these symptoms may include pharmacological and non-pharmacological intervention. 
The pharmacological management of behavioural changes is beyond the remit of the 
Cognition/Dementia Care System. NSW Health provides a discussion of the pharmacological 
management of behavioural problems [15] and relevant Cochrane systematic reviews 
(www.cochrane.org) may provide further information. 
 

NB: 

Non-pharmacological interventions may include a variety of activities, techniques or 
therapies. Refer to the Guidelines and Pathways document section 6.1.2 Behaviour 
management for further information on these activities and techniques. 

 
 
 
 
 



  21

Practice Tip 
Provide the person with dementia and their carer with Alzheimer’s Australia Dementia Behaviour 
Management Advisory Service 24 hour help-line number – Freecall: 1800 699 799* 
Provide Alzheimer’s Australia help-sheets for strategy information for specific behaviours 
http://www.alzheimers.org.au/content.cfm?infopageid=339  
With consent, refer the person with dementia and their carer to Alzheimer’s Australia (Appendix 11) 
The Queensland Dementia Advisory and Support Services are available through the Home and 
Community Care Program (HACC). Contact the Commonwealth Respite & Carelink Centres for advice 
on services available – Freecall: 1800 052 222* 
Provide as necessary other free publications and products from the Australian Government 
Department of Health & Ageing. An overview is provided in Appendix 10. 
*Calls from mobile phones charged at applicable rates 
 

3.1.3   Maintenance of function  
Promotion and maintenance of physical function can greatly assist the carer at home and potentially 
delay institutionalisation. GPs can be vital in assisting the person with dementia and their carer to 
promote and maintain independence. Epilepsy [28], medication, wandering and confusion [15] can 
increase incidence of falls in people who have dementia. 
 
Practice Tip 
Refer people with dementia to appropriate service providers for support: 

• to promote and maintain independence with ADLs  
• to reduce risks of falls 
• to assist through occupational therapy intervention and arranging home modifications 

The Alzheimer’s Australia’s website offers information about ADLs and the physical environment: 
http://www.alzheimers.org.au/content.cfm?infopageid=604&CFID=717089&CFTOKEN=22672376 
It is widely known that the home environment can have a significant effect on a person living with 
dementia. The ‘At home with dementia’ booklet is available through http://www.dadhc.nsw.gov.au/  
NR/rdonlyres/E38724C5-74FB-4768-AD4B-C9AFD1F39D53/4024/AtHomeDementia_manual.pdf and 
discusses each area within the home environment. It also offers ideas on possible practical solutions 
using a problem solving approach.  
The Queensland Health website provides information and resources regarding falls prevention 
http://www.health.qld.gov.au/stayonyourfeet 
Continence 

• A free ‘Carers Continence Pack’ is available by contacting the Aged and Community Care 
Information Line – Freecall:1800 500 853*  

• Free confidential advice is available by contacting the National Continence Hotline – 
Freecall:1800 33 00 66* 

• Public Toilet Maps are also available – www.toiletmap.gov.au or by Freecall:1800 33 00 66* 
LifeTec Queensland provides information, consultation and education about assistive technology. 
Assistive technologies are “devices, systems or designs that allow an individual to perform a task that 
they would otherwise be unable to do, or increase the ease and safety with which a task can be 
performed.” [35, What Is Assistive Technology, ¶ 1] 
Provide as necessary other free publications and free products from the Australian Government 
Department of Health & Ageing. An overview is provided in Appendix 10. 
*Calls from mobile phones charged at applicable rates 
 
For individuals who hold a driver’s license there is increased risk of driving errors and accidents. As 
there are individual differences in how dementia progresses and impacts the person’s cognitive and 
functional ability, it is recognised that a diagnosis of dementia does not automatically indicate that a 
person should immediately cease driving. However, it is recommended that plans relating to transport 
options and discussion about driving issues should occur earlier rather than later in the progression of 
dementia [36]. 
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Guideline  
Regularly assess the person with dementia’s fitness to drive. Driving ability may be impaired and the 
person with dementia needs advice about how their condition may impact on their driving and of the 
need to report their diagnosis to the driving licensing authority and to their insurer [15]. Information 
about assessing fitness to drive can be found at the following website: www.austroads.com.au/aftd/ 
If the person continues to drive against advice and there is concern for public safety then the matter 
may be reported to the licensing authority [15] 
 
Practice Tip 
Assistance with transport may be available through funded services 
It may be important to break tasks down into steps to assist the person with dementia to maintain their 
functional abilities and independence level

 

 
3.1.4   Legal issues/ Decision making capacity 

It is important to facilitate ongoing discussions regarding legal and decision making capacity of the 
person who has dementia. The Queensland Department of Justice website states the following about 
decision making capacity: 

“Under the Guardianship and Administration Act 2000 (the Act), an adult is deemed to have 
capacity if they are capable of understanding the nature and effect of the decisions they are 
making, can freely and voluntarily make those decisions and can communicate those 
decisions in some way. It is important to note that all adults who are the subject of an 
application before the Tribunal are presumed to have capacity until the Tribunal deems 
otherwise.” [37] 

 
Guideline 
Assess and discuss decision making capacity regularly. Factors to be considered are: attention, 
language (comprehension and speech), memory, awareness and judgement [15]. 
Discuss Advance Care Directives, Guardianship and Enduring Power of Attorney early in the 
progression of the dementia 
 

NB: 
Refer to the Guidelines and Pathways document for more information and definitions on 
legal issues/ decision making capacity  

 
Practice Tip 
Information about these legal matters can be obtained from the Qld Department of Justice website: 
www.justice.qld.gov.au 
Discuss a referral to a social worker if the person with dementia has no Enduring Power of Attorney or 
Advance Health Directive. They may provide information, guidance and assistance as required. This 
may include encouraging the person with dementia and carer to obtain legal advice. 
Provide as necessary other free publications and free products from the Australian Government 
Department of Health & Ageing. An overview is provided in Appendix 10. 
 

3.1.5   Service provision   
Multiple agencies provide care in the community for the person with dementia and their carer. To 
ensure coordination of care between services it is important to have a clear description of the roles of 
various providers and this can include identification of the case manager. 
 

 
 
 
 
 
 

Guideline     
Provide the carer and the person with dementia with advice on how agencies work together to provide 
a comprehensive service from the diagnosis to the palliative phase [8] 
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Practice Tip 
The carer and the person with dementia can access information about local services, the service 
system and additional respite needs through the Commonwealth Respite and Carelink Centres 
(http://www.health.gov.au/ccsd/) on Freecall: 1800 052 222*. For emergency respite support outside 
standard business hours, phone Freecall: 1800 059 059*. 
*Calls from mobile phones are charged at applicable rates 
 

3.1.6   Abuse and neglect 
People living with dementia are at increased risk of emotional, financial, physical and sexual abuse or 
neglect. Recognition of abuse is a complex and sensitive matter which requires skill and tact. 
 
Practice Tip 
Further information about neglect and abuse can be found at the Elder Abuse Prevention Unit (Qld) 
website (http://www.eapu.com.au/ElderAbuse.aspx) or by phoning 1300 651 192* 
In Queensland, the Adult Guardian at the Qld Department of Justice can provide information and 
intervene if necessary (http://www.justice.qld.gov.au/17.htm) 
* Calls from mobile phones attract applicable rates 
 
3.2   Strategies for carer support 

 
3.2.1   Interventions to support the carer 

Caring for someone with dementia in the community can be physically and emotionally challenging 
and for some carers this may impact on their own physical and mental health. There is evidence to 
suggest that the prevalence and incidence of depressive disorders is increased in carers of people 
living with dementia [23, 38]. 
 
Guideline   
Assess the carer’s physical and mental health and provide appropriate support  
Assess the carer’s level of stress using the Caregiver Strain Index (Appendix 14) [39] 
Refer the carer to appropriate services to provide psycho-educational or multi component 
interventions which may reduce depression, burden and increase subjective wellbeing [40]. A 
systematic review by Parker et al. [40] indentified that effective interventions for carers are those 
which: 

• provide opportunities within the intervention for the person with dementia, as well as the carer 
to be involved 

• encourage active participation in educational interventions for carers 
• offer individualised programs rather than group sessions 
• provide information on an ongoing basis, with specific information about services and 

coaching regarding their new role 
• support the person with dementia to reduce behavioural symptoms 

 
Practice Tip 
Counselling for carers may be available through the following funded resources: 

• Carers Australia and the Network of Carer Associations in each State and Territory: National 
Carer Counselling Program available via Freecall: 1800 242 636* 

• The National Dementia Helpline available via Freecall: 1800 100 500*                                          
Free publications and products available from the Australian Government Department of Health & 
Ageing (an overview is provided in Appendix 10) include:  

• Dementia Booklet Set for People Living with Dementia and their Carers 
• Carers Relaxation CD or tape 
• Emergency Care Kit 
• Audiotapes on Caring for a Person with Dementia 

* Calls from mobile phones attract applicable rates 
 
Health professionals can help remove some of the obstacles to carer participation in interventions by 
arranging appropriate and accessible transport and respite service provision [8]. 
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3.2.2   Impact of caring on sexual relationships 
Information regarding the impact of caring for a person who has dementia on sexual relationships is 
limited. For the person with dementia, sexual interests may be affected and this may manifest in 
decreased sexual interest or, conversely, hyper-sexuality (associated with frontal lobe dementia). 
Where appropriate discuss the impact of dementia on sexual and intimate relationships with the 
person with dementia and the carer. 
 
Practice Tip 
You may refer the person with dementia and the carer as required for support regarding any concerns 
with sexual relationships to a specialist practitioner 
Consider referring with respect to related behaviour management issues  
Consider providing the person with dementia and the carer with the Alzheimer’s Australia Dementia 
Behaviour Management Advisory Service 24 hour Help-line Number – Freecall: 1800 699 799* 
Consider each person with dementia and carer as an individual. For example, consider their cultural 
background, religious beliefs, sexual preferences, language, family systems/ relationships and 
customs. 
* Calls from mobile phones attract applicable rates 
 

3.2.3   Respite care 
Referral to respite and centre-based care may enable the person with dementia to stay in their own 
home for longer [7].  
 
Guideline     
Inform people who have dementia and their carers about the different types of respite care available 
and provide support and assistance to access appropriate respite services as required 
Centre-Based Day Care 
Centres (formerly known 
as day respite centres) 

Respite provided at the centre from several hours to a few days a week 
in a group setting. Some centres also provide weekend and overnight 
respite. 

In-home respite Respite provided in the person with dementia’s home. Some people with 
dementia prefer a familiar environment and respond better to 1:1 
activities/ company. 

Overnight respite Overnight respite is available at some day respite centres and this type 
of respite may not require an Aged Care Assessment to be completed. 
Staff are available to monitor and support people with dementia at the 
centre. 

Cottage respite Provided in a home-like setting and can be provided from several hours, 
through to seven days a week. Some centres may offer the respite over 
a period of weeks. 

Short-term residential 
respite 

To be eligible, a current assessment from the Aged Care Assessment 
Team (ACAT) is usually required. The assessment normally takes some 
time to process and must be renewed at least every twelve months. 
Some low and high care residential facilities provide short-term respite 
(up to 63 days in a financial year) so that the carer can have a break. 
Residential respite is usually accessed on a planned basis, although 
some respite emergencies can be responded to through residential 
respite if a vacant bed is available. 

Commonwealth Carer’s 
Respite and Carelink 
Centres’ ‘Working Carers 
Program’ 

Provides individualised respite packages tailored to the carer’s needs, 
provides support and advice regarding education and training and 
provides access to 24-hour emergency respite assistance. Information 
regarding the program can be made via Freecall: 1800 059 059* 

*Calls from mobile phones attract applicable rates 
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Practice Tip 
Respite, or short break care, needs to be meaningful, tailored and in an environment that meets the 
needs of the person with dementia and their carer 
Refer the person with dementia to the ACAT for approval to access residential respite and long-term 
care or to access community packages. The ACAT assessment requires renewal annually and 
additional assessment is advised if the care needs of the person with dementia increases. 
The Commonwealth Respite and Carelink Centres (Freecall: 1800 059 059*) can provide information 
on available overnight respite options that may not require an ACAT assessment 
*Calls from mobile phones attract applicable rates 
 
The following listed residential respite and community packages require ACAT approval: 
 
Residential respite, according to the Department of Health and Ageing is: 

“Care given as an alternative care arrangement with the primary purpose of giving the carer or 
a care recipient a short term break from their usual care arrangement.” [41, p. 114]  

 
Community Aged Care Packages (CACPs), according to the Department of Health and Ageing are: 

“Individually planned and coordinated packages of care, designed to meet older people’s daily 
care needs in the community. CACPs are targeted towards frail older people living in the 
community who require management of services because of their complex care needs. These 
people would otherwise be eligible for at least low level residential care.” [41, p. 111]  

 
Extended Aged Care Home packages (EACH), according to the Department of Health and Ageing 
are: 

“Individually planned and coordinated packages of care, designed to meet older people’s daily 
care needs in the community. EACH packages are targeted towards frail older people living in 
the community who require management of services, generally including nursing services, 
because of their complex needs. These people would otherwise be eligible for high level 
residential care.” [41, p. 112]   
 
“An EACH package provides about 19 to 22 hours of assistance each week. Packages are 
flexible in content but generally include qualified nursing input, particularly in the design and 
ongoing management of the package.” [41, p. 22]  
 

Extended Aged Care Home - Dementia packages (EACH/D), according to the Department of Health 
and Ageing are: 

“Individually planned and coordinated packages of care, designed to assist frail older people 
with dementia and behaviours of concern associated with their dementia, who require 
management of behaviours and services, generally including nursing services, because of 
their complex needs. These people would otherwise be eligible for high level residential care.” 
[41, p. 112] 

 
Practice Tip 
Contact Commonwealth Respite and Carelink Centres (http://www9.health.gov.au/ccsd/) on Freecall: 
1800 052 222* for local service information and additional respite needs. For emergency respite 
support outside standard business hours, phone Freecall: 1800 059 059*. 
The Queensland Multicultural Resource Directory is available via Freecall: 1800 053 739* 
* Calls from mobile phones attract applicable rates 
 

3.2.4   Financial assistance 
People with dementia and their carers may find their financial status is affected [8]. It would be 
beneficial to discuss the benefits available with the carer and refer to the appropriate organisations 
regarding financial assistance [8]. 
 
Practice Tip 
Many carers are eligible for the Carer Payment and/or Carer Allowance and Health Care Cards from 
Centrelink which also offers a financial advisory service 
(http://www.centrelink.gov.au/internet/internet.nsf/individuals/carer_index.htm) 
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  General Practitioner’s post diagnosis, monitoring, management and care phase care pathway
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4   The Advanced Phase 
 
In this section there is evidence about managing severe cognitive and physical decline. An individual 
prognosis is very difficult to predict but a palliative approach is recommended and discussed further 
below. This stage of dementia may be referred to as advanced, late stage, or severe dementia. In this 
phase the person who has dementia is severely disabled and needs total care.  
 
In this phase the GPs can be responsible for: 

 
Characteristics of the advanced phase of dementia can include the person [27]:  

• being unable to remember - for even a few minutes - that they have had, for example, a meal 
• experiencing loss of ability to understand or use speech 
• being incontinent of urine and faeces 
• experiencing swallowing difficulties 
• having no recognition of friends, family and/or self 
• requiring help with eating, washing, bathing, or dressing 
• being unable to recognise everyday objects 
• being disturbed at night 
• being restless, perhaps looking for a long dead relative 
• being aggressive, especially when feeling threatened or closed in 
• having difficulty walking, eventually perhaps becoming confined to a wheelchair  
• experiencing immobility and, in the final weeks or months, being bedridden 
• having uncontrolled movements 

 

NB: 

The Functional Assessment Staging Tool (FAST) (Appendix 15) [42] has been used 
to identify people with dementia who are in the late-stage of dementia. A FAST rating at, 
or beyond, Stage 7A has been used as an indicator of a prognosis of six months or less 
if the person also exhibits one or more specific dementia-related co-morbidities 
(aspiration, upper urinary tract infection, sepsis, multiple stage 3-4 ulcers, persistent 
fever, weight loss >10% within six months) [43].    
Refer to the information in the Guidelines and Pathways document for further information 
on the advanced phase 

 
Practice Tip  
Be aware of, and allow for, hearing and vision difficulties 
Consider each person with dementia and carer as an individual. For example, consider their cultural 
background, religious beliefs, sexual preferences, language, family systems/ relationships and 
customs. 

• Providing information and support regarding the advanced phase of dementia 
• Ensuring that the person with dementia and their carers have access to appropriate 

services that provide a palliative approach 
• Continued follow up and evaluation of all symptoms including any treatable reasons 

for confusion 
• Reviewing goals of care to promote comfort , quality of life and dignity 
• Providing management strategies for maximising comfort  
• Liaising with carers regarding advance health directives particularly with regard to 

nutrition, hydration, symptom management and place of care 
• Providing information and support to the carer regarding the need for respite and/or 

institutional care as appropriate 
• Providing support for carers who may be experiencing anticipatory grief 
• Providing support for carers in bereavement 
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4.1   Management strategies for persons with dementia 
 
4.1.1   A palliative approach 

Adopting a palliative approach to care (this means providing comfort care that will not help the person 
to get better but will keep them comfortable until they die) benefits the person who has dementia and 
their family carers [41]. A palliative approach supports the dignity of the person who has dementia and 
promotes the concept of death in the place of choice for the person who is ill.  
 
Guideline 
Assist to co-ordinate a case conference involving family and other health professionals, to provide an 
opportunity for discussing end-of-life issues. Include assessing the need for grief and bereavement 
counselling for carer and family members [41]. 
Inform all key stakeholders of the assessed palliative care needs of the person with dementia [8] 
 
Practice Tip 
The carer may wish to contact the Palliative Care Information and Support Line via Freecall:  
1800 772 273* 
*Calls from mobile phones are charged at applicable rates 
 

NB: 
Further information about Palliative Care Guidelines can be supplied from Caresearch 
(www.caresearch.com.au) and Palliative Care Australia (www.palliativecare.org.au)  

 
4.1.2   Hydration and nutrition 

Artificial (tube) feeding is not recommended for people with severe dementia, although it may be used 
in circumstances where dysphagia is considered to be a transient phenomenon rather than a 
manifestation of the severity of the disease process. Evidence suggests that tube feeding does not 
prolong life or reduce suffering [16]. 
 
Guideline 
Encourage people with dementia to eat and drink by mouth for as long as possible [44] 
 
Practice Tip 
People of different CALD backgrounds may be quite reticent to confront and discuss the fact that the 
patient is not going to recover. In these circumstances they may request that artificial feeding and 
other interventions continue as a sign that everything possible is being done to support the person 
with dementia. 
Alzheimer’s Australia provides a resource kit, Perceptions of Dementia in Ethnic Communities, 
providing community profiles of various culturally and linguistically diverse (CALD) groups which is 
available via: http://www.alzheimers.org.au/upload/CALDPerceptionsOct08.pdf 

 

NB: 

The Guidelines for a Palliative Approach in Residential Aged Care  [45, p. 60] 
recommend considering the following regarding food refusal: 

• consider if the cessation of eating is in keeping with an overall deterioration in 
the person with dementia’s health status 

• exclude the possibility of a treatable condition like an infection that could affect 
cognitive ability and appetite 

• it may be appropriate to offer small amounts of food and fluids, even if the 
person is dying – but do not use undue force and always defer to the person’s 
cues 

Terminal dehydration, a relatively quick, painless and peaceful process is believed to 
minimise suffering either by an alteration of sensation or the production of an analgesic 
effect [46] 
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4.1.3   Fever and infection 
Simple analgesics, antipyretics and mechanical means of cooling can provide comfort.  
 
Guideline   
Complete a clinical assessment. Prescription of antibiotics for the person who has dementia in the 
advanced phase may be considered for palliative symptom relief [41]. 

 
4.1.4   Symptom management 

During this phase, the person with dementia may be unable to verbally express pain, and an 
observational pain assessment tool may be used. 
 
Guideline 
Complete an assessment if the person with dementia has unexplained changes in behaviour. The 
person with dementia may be experiencing pain, however, the possibility that distress might have 
some other cause needs to be considered. Pain assessment and management to promote physical 
and emotional well-being is required [41]. 
The Abbey Pain Scale (Appendix 16) [47] is a brief tool for use in the residential aged care setting 
which incorporates the perception of nurses as an indicator of the experience of pain by the person 
who has dementia  
 

NB: 

Treatment of pain needs to involve both pharmacological and non-pharmacological 
means. Non-pharmacological therapies should reflect the history and preferences of the 
person who has dementia [8]. 

 
4.1.5   Admission to Residential Care 

Carer stress, the functional dependency of the person who has dementia, behaviours of concern and 
incontinence are factors that may lead the carer to consider relinquishing the caring role [7]. 
Admission into a permanent residential aged care facility (RACF) requires approval and identification 
of care needs from an Aged Care Assessment Team (ACAT). 
 
Guideline 
If known, make staff aware of the wishes of the person with dementia with regard to life sustaining 
treatments allowing for their personal choices to be honoured [41] 
The carer is likely to benefit from assistance in planning for residential care if it is anticipated that this 
may be required [15] 

 
4.2   Strategies for carer support 

 
4.2.1   Decision making/ Advance directives 

While decisions regarding advance directives may have been discussed at diagnosis and throughout 
the progression of the dementia, during the advanced phase it is important to review these decisions 
with carers.  
 
Guideline 
Discuss advanced care options again with carers and document the discussion in the medical notes 
[7] 
 

4.2.2   Grief and loss 
Both the person who has dementia and the carer experience progressive losses over an extended 
period as death approaches [48]. The process of bereavement includes not only death but also 
psychological issues such as anticipation of loss, adjustment of circumstances and experiences of 
grief [4]. 
 
Guideline 
Consider referral to a specialist practitioner or funded service with expertise in grief and loss [15] 
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Practice Tip 
Counselling for carers may be available through the following funded resources: 

• Carers Australia and the Network of Carer Associations in each State and Territory: National 
Carer Counselling Program available via Freecall: 1800 242 636* 

• The National Dementia Helpline available via Freecall: 1800 100 500* 
• The Palliative Care Information and Support Line available via Freecall: 1800 772 222*               

*Calls from mobile phones attract applicable rates 
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4.3   General Practitioner’s advanced phase care pathway 
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NB: 

For further information regarding specific assessments: 
Dementia Outcomes Measurement Suite Project 
www.dementia.uow.edu.au/pdfs/2008resources/eadtsc-jsansoni-domfindings-aug08.pdf 

 
Appendix 1: Warning Signs for Dementia 
 

 

No Warning Signs 
1 Memory Loss. Forgetting recently learned information is one of the most common early signs 

of dementia. A person begins to forget more often and is unable to recall the information later. 
     What’s normal? Forgetting names or appointments occasionally. 

2 Difficulty performing familiar tasks. People with dementia often find it hard to plan or 
complete everyday tasks. Individuals may lose track of the steps involved in preparing a meal, 
placing a telephone call or playing a game. 
   What’s normal? Occasionally forgetting why you came into a room or what you planned to 
say. 

3 Problems with language. People with Alzheimer’s disease often forget simple words or 
substitute unusual words, making their speech or writing hard to understand. They may be 
unable to find the toothbrush, for example, and instead ask for “that thing for my mouth”. 
     What’s normal? Sometimes having trouble finding the right word. 

4 Disorientation to time and place. People with Alzheimer’s disease can become lost in their 
own neighbourhood, forget where they are and how they got there, and not know how to get 
back home. 
     What’s normal? Forgetting the day of the week or where you were going. 

5 Poor or decreased judgment. Those with Alzheimer’s disease may dress inappropriately, 
wearing several layers on a warm day or little clothing in the cold. They may show poor 
judgment, like giving away large sums of money to telemarketers. 
     What’s normal? Making a questionable or debatable decision from time to time. 

6 Problems with abstract thinking. Someone with Alzheimer’s disease may have unusual 
difficulty performing complex mental tasks, like forgetting what numbers are for and how they 
should be used. 
     What’s normal? Finding it challenging to balance the checkbook. 

7 Misplacing things. A person with Alzheimer’s disease may put things in unusual places: an 
iron in the freezer or a wristwatch in the sugar bowl. 
     What’s normal? Misplacing keys or a wallet temporarily. 

8 Changes in mood and behaviour. Someone with Alzheimer’s disease may show rapid mood 
swings – from calm to tears to anger – for no apparent reason. 
     What’s normal? Occasionally feeling sad or moody. 

9 Changes in personality. The personalities of people with dementia can change dramatically. 
They may become extremely confused, suspicious, fearful or dependent on a family member. 
     What’s normal? People’s personalities do change somewhat with age. 

10 Loss of initiative. A person with Alzheimer’s disease may become very passive, sitting in front 
of the TV for hours, sleeping more than usual or not wanting to do usual activities. 
     What’s normal? Sometimes feeling weary of work or social obligations. 

 
Source:  Warning Signs of Alzheimer’s Disease. Chicago, IL: Alzheimer’s Association, 2008    

http://www.alz.org/AboutAD/Warning.asp 

 
Warning Signs for Dementia 

  

NAME………………………………… 
  PLEASE AFFIX ID LABEL 
CENTRE……………………………… 

UR NUMBER……………………… 

DOB……………………………………………… 
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Appendix 2: Informant Questionnaire on Cognitive Decline in the 
Elderly (Short Form) (IQ-Code) 
 

 
Informant Questionnaire on 

Cognitive Decline in the Elderly 
(Short Form) 

(IQ-Code) 

URN _________________________________________ 

Family Name  __________________________________ 

Given Names___________________________________ 

DOB ________________________ SEX     M  /   F           

                          (or affix client ID label here) 

Now we want you to remember what your friend or relative was like 10 years ago and to compare 
it with what he/she is like now. 10 years ago was in 19__. Below are situations where this person 
has to use his/her memory or intelligence and we want you to indicate whether this has improved, 
stayed the same, or got worse in that situation over the past 10 years.  
 
Note the importance of comparing his/her present performance with 10 years ago. So if 10 years 
ago this person always forgot where he/she had left things, and he/she still does, then this would be 
considered ‘Hasn’t changed much’.  
 
Please indicate the changes you have observed by circling the appropriate answer. 
 
You do not need to calculate the score. 
 
Compared with 10 years ago how is this person at: 

  1 2 3 4 5 Score 
1. Remembering things about family 

and friends, eg. Occupations, 
birthdays, addresses etc. 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

2. Remembering things that have 
happened recently 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

3. Recalling conversations a few days 
later 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

4. Remembering his/her address and 
telephone number 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

5. Remembering what day and month 
it is 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

6. Remembering where things are 
usually kept 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

7. 
Remembering where to find things 
which have been put in a different 
place from usual 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

8. Knowing how to work familiar 
machines around the house 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

9. Learning to use a new gadget or 
machine around the house 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

 
For further information: www.cmhr.anu.edu.au/ageing/Iqcode/index.php?p=1 
Source:  Jorm, A. F. (1994). A short form of the Informant Questionnaire on Cognitive Decline 

in the Elderly (IQCODE): Development and cross validation. Psychological Medicine, 
24, 145-153. 

IQ
C

O
D

E
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Informant Questionnaire 
 

(IQ-Code) 
 

URN _________________________________________ 

Family Name  __________________________________ 

Given Names___________________________________ 

DOB ________________________ SEX     M  /   F           

                          (or affix client ID label here) 

 
  1 2 3 4 5 Score 

9. Learning to use a new gadget or 
machine around the house 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

10. Learning new things in general Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

11. Following a story in a book or on 
TV 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

12. Making decisions on everyday 
matters 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

13. Handling money for shopping Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

14. Handling financial matters, eg. The 
pension, dealing with the bank 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

15. 

Handling other everyday arithmetic 
problems, eg. knowing how much 
food to buy, or how long between 
visits from family or friends  

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

16. 
Using his/her intelligence to 
understand what’s going on and to 
reason things through 

Much 
better 

A bit 
better 

Not 
much 

change

A bit 
worse 

Much 
worse 

 

Total Score
 

Average Score (Total Score/16)
 

Completed 
By:  Relationship 

to patient:  

Signature:  Date:  
 

 
Scoring 
Details 

1. Add total score from the 16 questions 
2. Divide the total score by 16 
3. a score of: 

3 = not much change 
4 = a bit worse 
5 = much worse 

 
A cutting point of 3.31/3.38 acheives a balance of 
sensitivity and specificity. 
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Appendix 3: The Kimberley Indigenous Cognitive Assessment (KICA) 
 

      

The Kimberley Indigenous 
Cognitive Assessment 

(KICA) 
 
 

 
NAME ........................................................  

Please Affix ID Label 
Centre:……………………………………… 
 
UR  NUMBER ...........................................  
 
D.O.B.  .......................................................  
 

 

  
The Kimberley Indigenous Cognitive Assessment 

(KICA) 
 
 
Purpose: 
The KICA is the only validated dementia assessment tool for older Indigenous Australians 
 
It is recommended for use with rural and remote Indigenous Australians aged 45 years and above for 
whom other dementia assessments are not suitable. 
 
 
Directions for use: 

• Refer to the Kimberly Indigenous Cognitive Assessment Instrument Booklet 
• The subcomponents have undergone a name change – the sKICA-Cog is now the ‘KICA Screen’ 

and the LICA-IQ is the ‘KICA Carer’. 
• The KICA Screen should be used in combination with the KICA-Carer when possible. 

 
  

 
 
 
 
 
For further information: www.wacha.org.au 
Source:  LoGiudice, D., Smith, K., Thomas, J. N. T., Almeida, O. P., Atkinson, D., & Flicker, L. 

(2006). Kimberley Indigenous Cognitive Assessment tool (KICA): Development of a 
cognitive assessment tool for older Indigenous Australians. International Psychogeriatrics, 
18(2), 269-280. 
Smith, K., LoGiudice, D., Dwyer, A., Thomas, J., Flicker, L., Lautemschlager, N., et al. 
(2007). 'Ngana minyarti? What is this?' Development of cognitive questions for the 
Kimberley Indigenous Cognitive Assessment. Australasian Journal of Ageing, 26(3):115-
119. 
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Appendix 4: Rowland Universal Dementia Assessment Scale (RUDAS) 
 

 
Rowland Universal Dementia 
Assessment Scale - RUDAS 

Cognition Screening Tool 
 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 

DOB……………………………………………… 

 
RUDAS Cognition Screening Tool 

Funded under the NSW Dementia Action Plan, 1996-2001, a joint initiative of the NSW Health 
Department and the Department of Ageing, Disability and Home Care. 

The Purpose:  
This tool is a valid efficient cognitive screening instrument designed to minimise the effects of cultural 
learning and language diversity on the assessment of baseline cognitive performance. The screen is not to 
be used to diagnose dementia. 
 
Training Requirements: 
Approximately 40 minutes of training using a videotape. Approximate cost of videotape $15.00 (includes 
training video, book and scoring sheets).  Joella E Storey, Aged Care Research, Liverpool Hospital, 
Locked Bag 7103, Liverpool BC NSW 1871, Australia.   
 
Directions for use: 
When administering the RUDAS it is important that the respondent is encouraged to communicate in the 
language with which they are most competent and comfortable. Make sure the client is as relaxed as 
possible.  
 
Administration Time: 10 minutes 
 
Hearing - Conduct the RUDAS in a quiet area and ensure the client can hear clearly. Identify if the client 
has impaired hearing. Encourage them to wear their hearing aids, speak slowly and clearly.  
 
Vision - Ensure the client is using their reading glasses where necessary and that there is sufficient 
lighting. 
 
Seating - sit opposite the client. This being important for communication reasons as well as controlling for 
the difficulty of some items on the RUDAS. Do not sit behind a desk, as this will inhibit the giving of 
instructions for some items on the RUDAS and may also be intimidating for the client. 
 
Recording Responses – it is important to record the full responses to each question. 
 
Physical Disability – for clients who have a physical disability (eg vision, hearing, hemiparesis, amputee, 
stroke, aphasia) which may affect their ability to perform certain items on the RUDAS, it is important to 
complete the RUDAS as fully as possible but to interpret any total score less than 22 with caution. 
 
For further information: www.health.qld.gov.au/northside/html/rudas.asp 
Source:  Storey, J. E., Rowland, J. T. J., Conforti, D. A., & Dickson, H. G. (2004). The Rowland 

Universal Dementia Assessment Scale (RUDAS): A multicultural cognitive assessment 
scale. International Psychogeriatrics, 16(1), 13-31. 
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Using a Professional Interpreter – it is important to consider the following: 
1. Interpreters should be used in all situations where the client’s preferred language is not spoken 

fluently by the test administrator. 
2. Make sure that the language spoken by the administrator (including the dialect) is the same one 

with which the client is familiar. 
3. It is important to explain to the client that the interpreter is the facilitator and that you will be 

asking the questions. This may help to avoid confusion through the assessment. 
4. It is better for the interpreter to sit next to the test administrator while the client sits opposite. This 

will reinforce the adjunctive role of the interpreter and make it easier for the client to synthesise 
the non-verbal cues from the test administrator and the verbal cues from the interpreter. 

5. It is important to brief the interpreter before starting the assessment: 
-  the interpreter should be aware of the general nature of the interaction ie that it is a 

cognitive assessment 
-  remind the interpreter of the importance of concurrent and precise interpreting. Explain 

that your instructions and the clients responses should be interpreted as exactly as 
possible. 

-  ask the interpreter to take note of any instances during the assessment where the clients 
performance may have been affected by subtle or unintended changes to the meaning of 
the test instructions due to language or cultural factors. 

-  inform the interpreter that it may be necessary at the end of the test for you to clarify a 
concept covered in the assessment to further make the distinction between the clients 
actual cognitive capacity and potential cultural bias which may arise as a result of the 
translation process. 

 
Multilingual Test Administrators – if, as the test administrator, you are multilingual it is important to 
consider all of the same issues which are relevant to the use of a professional interpreter, as well as the 
following: 

- you may need to be careful when translating the RUDAS questions as you might find it more 
difficult when you have read in one language and speak in another. 

- it is important that you translate the RUDAS questions precisely. Be aware of the differences 
between formal and informal word usage when translating the RUDAS instructions and recording 
the clients responses. 

 
 

Scoring Information
Item 1 Memory – Grocery List 
This is the learning part of the question. There are no points for this part of the question but the memory 
recall component later in the test has a maximum score of 8 points. 
 
Item 2 – Visuospatial Orientation – Body Orientation 

- Although there are 8 parts, this item has a maximum score of 5 points. Once the client has 5 
correct answers there is no need to continue. 

- Be careful with scoring – remember you are sitting opposite the client – it is easy to make 
mistakes so concentrate to make sure you score the person accurately. 

- There are no half marks, the client must get each task 100% correct to be marked correct (eg if 
client is asked “with your right hand indicate my left eye” and they use their left hand but still 
point to your left eye – mark as incorrect). 
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Scoring Information (continued) 
Item 3 – Praxis –  Fist / Palm 
Do not allow the client to copy you when scoring as they must demonstrate the task independently. 
Maximum score is 2. 
Refer to assessment for scoring details. 
 
Item 4 Visuo Constructional Drawing – Cube 
Ensure the client can see the drawing clearly – check they are wearing their glasses if applicable. 
Refer to assessment for scoring details. Maximum score is 3. 
 
Item 5 Judgement – Crossing the Street 
If the client gives no response to the question or says “I don’t know”, then repeat the question once only. 
Use only the general prompt “Is there anything else you would do”, do not prompt the client in any other 
way. If the client says that they never cross the road  by themselves (eg they are in a wheelchair or their 
eyesight is poor), then ask them the question again but modify as follows: “What would anyone who 
wanted to cross the road have to do to get across safely?”. 
 
Maximum score is 4.  
1. look for traffic 
2. additional safety proposal 
has a total score of 2 points. Ie Yes = 2; Yes prompted = 1; No = 0. 
 
Item 1 Revisited – Memory Recall 
If after 20-30 seconds the client can not remember the list – prompt by saying ‘the first one was tea’. Then 
circle the word tea and score as 0.  Do not use any other prompts in this task. Maximum score of 8. The 
client scores either 0 or 2 points for each item on the grocery list. Mark as correct if client says ‘cooking 
oil’ or ‘oil’. 
 
Item 6 – Language Generativity – Animal Naming 
Time for task is one minute only. Ensure it is clear “When I say ‘go’ you should start listing animals. 
Don’t worry about me writing them down, say the animals as quickly as you can”. 
If the client says ‘big horse’ and ‘little horse’, then record these as two separate animal names. Then at the 
end of the assessment, if the person is from an NESB country, check with the interpreter that these two 
names actually represent different concepts in the relevant language (eg in English ‘big horse’ and ‘little 
horse’ are not separate animal names therefore a ESB person would score only 1 point BUT, if the ESB 
person who said ‘horse’ and ‘foal’ then these are two separate concepts and the person would score 2 
points). An NESB person depending on the language spoken may score two points if they used the correct 
two words for ‘big horse’ and ‘little horse’. It is important here to distinguish between perseveration (ie 
repetition of the same animal name) and linguistic peculiarities of different languages which 
conceptualise/ describe animals differently. 
 
Total Score 
Add up the scores for each item and get a score out of 30. 
Any score of 22 or less should be considered as possible cognitive impairment and referred on for further 
investigation by the relevant clinician. 
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ROWLAND UNIVERSAL DEMENTIA 

ASSESSMENT SCALE (RUDAS)  
 

 COGNITIVE SCREEN 

Please affix patient label here 
 

Family Name    URN 
 
Given Names 
 
Date of Birth            Sex  M    F

Item 
 

 Max 
Score 

MEMORY   

1. (Instructions) I want you to imagine that we are going shopping. Here is a list of grocery items. I 
would like you to remember the following items which we need to get from the shop. When we 
get to the shop in about 5 minutes time, I will ask you what it is that we have to buy. You must 
remember the list for me. Tea, Cooking Oil, Eggs, Soap. Please repeat this list for me. Ask the 
person to repeat the list three times. If the person did not repeat all four words, repeat the list until the 
person has learned them and can repeat them, or, up to a maximum of five times.  

  

   

VISUOSPATIAL ORIENTATION   

2. I am going to ask you to identify / show me different parts of the body. Correct = 1. Incorrect = 0. 
Once the person correctly answers 5 parts of this question, do not continue as the maximum score is 5. 

  

   

(1) Show me your right foot _____ 1  
(2) Show me your left hand _____ 1  
(3) With your right hand touch your left shoulder _____ 1  
(4) With your left hand touch your right ear _____ 1  
(5) Which is (indicate / point to) my left knee _____ 1  
(6) Which is (indicate / point to) my right elbow _____ 1  
(7) With your right hand indicate / point to my left eye _____ 1  
(8) With your left hand indicate / point to my left foot _____ 1  

  _____/5 

PRAXIS   

3. I am going to show you an action / exercise with my hands. I want you to watch me and copy 
what I do. Copy me when I do this... (ie. Demonstrate – put one hand in a fist, and the other hand 
palm down on the table or your knees and then alternate simultaneously). Now do it with me. Now I 
would like you to keep doing this action at this pace until I tell you to stop - approximately 10 
seconds or 6 sequences. Demonstrate at moderate walking pace. Client must demonstrate the task 
independently. 

  

   
Score as:   
Normal                   = 2  (very few if any errors; self-corrected, progressively better; good maintenance; 

only very slight lack of synchrony between hands) 
  

Partially Adequate = 1  (noticeable errors with some attempt to self-correct; some attempt at 
maintenance; poor synchrony) 

  

Failed                     = 0  (cannot do the task; no maintenance; no attempt whatsoever)   

  _____/2 

 
 
 
 
 
 
 
 
 
 

R
U
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A
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 D
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W

R
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E 
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VISUOCONSTRUCTIONAL DRAWING   

4. Please draw this picture exactly as it looks to you. Show cube on back of page. Yes = 1; No = 0.   

Score as:   
(1) Has person drawn a picture based on a square? (ie. There is a square somewhere in the drawing) _____ 1  
(2) Do all internal lines appear in the person’s drawing? 

 
 
 
 

_____ 1  

(3) Do all external lines appear in the person’s drawing? 
 
 
 

 

_____ 1  

  _____/3 

JUDGEMENT   

5. You are standing on the side of a busy street. There is no pedestrian crossing and no traffic 
lights. Tell me what you would do to get across to the other side of the road safely. If the person 
gives an incomplete response that does not address both parts of the answer, use prompt: ‘Is there 
anything else you would do?’. Record exactly what the patient says and circle all parts of response 
which were prompted. 

  

   

________________________________________________________________________________   
________________________________________________________________________________   
   
Score as:   
Did person indicate that they would look for traffic? (Yes = 2; Yes prompted = 1; No = 0) _____ 2  
Did person make any additional safety proposals? (Yes = 2; Yes prompted = 1; No = 0) _____ 2  
  _____/4 

Item  Max 
Score 

MEMORY RECALL   

1. (Recall) We have just arrived at the shop. Can you remember the list of groceries we need to 
buy? Prompt: If the person cannot recall any of the list, say “The first one was ‘tea’”. Score 2 points 
each for any item recalled which was not prompted – use only ‘tea’ as a prompt. Circle ‘tea’ if used as a 
prompt and score 0. 

  

Tea _____ 2  
Cooking Oil _____ 2  
Eggs _____ 2  
Soap _____ 2  

  _____/8 
LANGUAGE   

6. I am going to time you for one minute. In that one minute, I would like you to tell me the names 
of as many different animals as you can. We’ll see how many different animals you can name in 
one minute. Repeat instructions if necessary. Maximum score for this item is 8. If the person names 8 
new animals in less than one minute there is no need to continue.  

  

1. ______________________________________ 5.________________________________________   
2. ______________________________________ 6. _______________________________________   
3. ______________________________________ 7. _______________________________________   
4. ______________________________________ 8. _______________________________________   

  _____/8 

TOTAL SCORE 
(≤ 22 = possible cognitive impairment) _______/30
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NAME: ________________________________  SIGNATURE: ________________________________  DATE: _____/_____/_____                       
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



- 51 - 

Appendix 5: General Practitioners Cognition Scale (GPCOG)                  
 

 
General  Practitioners 

Cognition Scale – GPCOG 
 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

Guidelines for GPCOG Dementia Screening Tool 
The Screening tool has two components:  
Client Screening – questions to determine cognitive ability. 
Informant information - the carer/ relative could provide this information. 
The Purpose:  
This tool is a valid efficient screening instrument for dementia screening and tests for cognitive function, 
(cognitive test questions) and historical questions asked of an informant. It provides information about the 
client’s abilities in time orientation, visuospacial functioning, information and recall. The screen is not to 
be used to diagnose dementia. There are no training requirements for this tool. 
Guidelines  
Time frame for gathering information is approximately 10 minutes 
Each question for the client should only be asked once unless specified. 
A page with a round circle drawn on it should be used for the clock drawing. 
 
Scoring Information 
Client:  The answers are either scored as incorrect or correct. 
Informant:  The responses would be either be recorded as Yes nor No. 
 
Clock Drawing:  
For a correct response to question 3, the numbers 12, 3, 6, and 9 should be in the correct quadrants of the 
circle and the other numbers should be approximately correctly placed. 
For a correct response to Question 4, hands should be pointing to the 11 and the 2, but do not penalise if 
the respondent fails to distinguish the long and short hands. 
Information: 
Respondents are not required to provide extensive details, as long as they demonstrate awareness of a 
recent news story. 
If a general answer is given, such as “war,” “a lot or rain,” ask for details – if unable to give details, the 
answer should be scored as incorrect. 

Scoring: 
Client’s scoring greater than 8 correct answers, cognitively intact. Less than 5 correct answers, cognitively 
impaired. Client’s with scores of 5, 6, 7, 8 correct answers on cognitive testing, and scores of  3 “Yes” 
answers on the informant section indicates cognitive impairment. 
 
 
 
 
For further information: http://amwac.health.nsw.gov.au/pubs/2003/pdf/care_dementia_guide_67-71.pdf 
Source:  Brodaty, H., Pond, D., Kemp, N. M., Luscombe, G., Harding, L., Berman, K., et al. 

(2002). The GPCOG: A new screening test for dementia designed for General Practice. 
Journal of the American Geriatrics Society, 50, 530-534. 
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General  Practitioners 

Cognition Scale – GPCOG 
 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

 

Unless specified, each question should only be asked once. 
 

No Question/Activity   
1 Name and address for subsequent recall test 

“ I am going to give you a name and address.  After I have said it, I want you 
to repeat it. 
 Remember this name and address because I am going to ask you to tell it to 
me again in a few minutes: John Brown, 42 West Street, Kengsington.” 
( Allow a maximum of 4 attempts but do not score yet.) 

 
 
 
 
 
Correct 

 
 
 
 
 
Incorrect 

 
2 

Time Orientation 
What is the date? (exact only) 

 
 

 
 

 
3 
 
4 

Clock Drawing (visuospacial functioning) – use page with printed circle 
Please mark in all the numbers to indicate the hours of a clock (correct spacing 
required) 
Please mark in hands to show 10 minutes past eleven o’clock (11:10) 

 
 

 
 

 

 
 

 
 

 
5 

Information 
Can you tell me something that happened in the news recently? ( recently = in 
the last week) 

 
 

 

 
 

6  Recall 
What was the name and address I asked you to remember? 
John 
Brown 
42 
West (St) 
Kensington 

 
 

 
 
 
 
 

 
 

 
 
 
 
 

        Total Score   
GPCOG Informant Interview 
 Question 

Ask the informant: “Compared to a few years ago…. 
Yes No Don’t 

Know 
N/A 

1 Does the patient have more trouble remembering things that have 
happened recently? 

   

2 Does he or she have more trouble recalling conversations a few days 
later? 

   

3 When speaking, does the patient have more difficulty in finding the 
right word or end to use the wrong words more often? 

   

4 Is the patient less able to manage money and financial affairs (eg 
paying bills, budgeting)? 

  

5 Is the patient less able to manage his or her medication 
independently? 

  

6 Does the patient need more assistance with transport (either private 
or public)? 

  

 Total Score     
Name: _______________________ Signature:____________________Date:  ____/____/____ 
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General  Practitioners 

Cognition Scale – GPCOG 
 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

 
 
Please fold top of page back along the dotted lined below before asking the client to place 
the numbers around the clock.  
-------------------------------------------------------------------------------------------------------------  
 

 
 

Drawing to be used for “Clock Drawing” 
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Appendix 6: Geriatric Depression Scale – Short Form                               
 

Geriatric Depression 

Scale - Short Form 
 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………
 

Geriatric Depression Scale -  Short Form 
Purpose: 
The Geriatric Depression Scale – Short Form is designed as a self screening tool for depression in the 
elderly. 
The assessment is especially useful for people who are physically ill and people who have dementia and 
are likely to feel fatigued and are usually limited in their ability to concentrate for any length of time.  
  
Directions for use: 

• The Geriatric Depression Scale can be completed by the client or health professional asking the 
questions. 

• The Geriatric Depression is applicable to both the physically well and ill. 
• The assessment will take an average of five to ten minutes to complete. 
• If client is unable to inform you of how they are feeling and or their thoughts- please 

complete an Informant Depression Scale assessment. 
• Please refer to the information on the back of the tool for a comparison of dementia, 

depression and delirium. 
• Please refer to the back of the tool for information about Normal Ageing and Dementia 

Related Memory Impairment  
 

Scoring details 
0-4 considered normal 
5-9 indicates mild depression 
10-15 or more indicates moderate to severe depression 

 
 
 
 
 
 
 
 
 
 
For further information: www.stanford.edu/~yesavage/GDS.html 
Source:  Sheikh J. I., & Yesavage J. A. (1986). Geriatric Depression Scale (GDS): Recent 

evidence and development of a shorter version. In: T.L. Brink (Ed.), Clinical Gerontology: 
A Guide to Assessment and Intervention (PP. 165-174) NY: The Haworth Press. 
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Geriatric Depression 

Scale - Short Form 
 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

Choose the best answer for how you felt over the past week Circle 
YES or NO 

No Question Yes No 
1. Are you basically satisfied with your life? 

 
Yes  No* 

2. 
 

Have you dropped many of your activities and interests? 
 

Yes * No 

3. Do you feel that your life is empty? 
 

Yes * No 

4. Do you often get bored? Yes* No 
 

5. Are you in good spirits most of the time? 
 

Yes  No* 

6. Are you afraid that something bad is going to happen to you? 
 

Yes * No 

7. Do you feel happy most of the time? 
 

Yes  No* 

8. Do you feel helpless? 
 

Yes * No 

9. Do you prefer to stay at home, rather than go out and do new things? 
 

Yes * No 

10. Do you feel you have more problems with memory than most? 
 

Yes * No 

11. Do you think it is wonderful to be alive now? 
 

Yes  No* 

12. Do you feel pretty worthless the way you are now? 
 

Yes * No 

13. Do you feel full of energy? 
 

Yes  No* 

14. Do you feel that your situation is hopeless? 
 

Yes * No 

15. Do you think that most people are better off than you are? 
 

Yes * No 

Score: Add the number of responses that have an * .                  TOTAL   
Scoring: 0 – 4 considered normal 
     5 – 9 indicates mild depression 
    10 – 15 or more indicates moderate to severe depression. 
Please refer to the Medical Officer
 

Name:…………………………Signature:………..…………Date:...../..…/…. 
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Appendix 7: A comparison of the clinical features of delirium, 
dementia and depression                               
 
Feature Delirium Dementia Depression 

Onset 
Acute/sub-acute depends 
on cause, often twilight 

Chronic, generally 
insidious, depends on cause 

Coincides with life 
changes, often abrupt 

Course 
Short, diurnal fluctuations 
in symptoms; worse at 
night in the dark and on 
awakening 

Long, no diurnal effects, 
symptoms progressive yet 
relatively stable over time 

Diurnal effects, typically 
worse in the morning; 
situational fluctuations but 
less than acute confusion 

Progression 
abrupt slow but even  Variable, rapid-slow but 

uneven 

Duration 
Hours to less than 1 month, 
seldom longer 

Months to years  At least 2 weeks, but can be 
several months to years 

Awareness 
Reduced Clear Clear 

Alertness 
Fluctuates; lethargic or 
hypervigilant 

Generally normal Normal 

Attention 
Impaired, fluctuates Generally normal  Minimal impairment but is 

distractible 

Orientation 
Fluctuates in severity, 
generally impaired 

May be impaired Selective disorientation 

Memory 
Recent and immediate 
impaired  

Recent and remote 
impaired 

Selective or patchy 
impairment, 'islands' of 
intact memory 

Thinking 
Disorganised, distorted, 
fragmented, slow or 
accelerated, incoherent 

Difficulty with abstraction, 
thoughts impoverished, 
marked poor judgment, 
words difficult to find 

Intact but with themes of 
hopelessness, helplessness 
or self deprecation 

Perception 
Distorted; illusions, 
delusions and 
hallucinations, difficulty 
distinguishing between 
reality and misperceptions 

Misperceptions often absent Intact; delusions and 
hallucinations absent 
except in severe cases 

Stability 
Variable hour to hour Fairly stable Some variability 

Emotions 
Irritable, aggressive, fearful Apathetic, labile, irritable Flat, unresponsive or sad; 

may be irritable 

Sleep 
Nocturnal confusion  Often disturbed; nocturnal 

wandering and confusion 
Early morning awakening 

Other 
Features 

Other physical disease may 
not be obvious 

 Past history of mood 
disorder 

Source:  Bridges-Webb, C., & Wolk, J. (2003). Care of patients with dementia in general practice 
guidelines. Sydney: The Royal Australian College of General Practitioners and NSW 
Health. Retrieved December 17, 2005, from http://www.racgp.org.au/Content/ 
NavigationMenu/ ClinicalResources/RACGPGuidelines/CareofPatientswithDementia/  
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Appendix 8: Compare & contrast normal ageing with dementia related 
memory impairment                              
 

Compare & Contrast Normal Ageing with  
Dementia Related Memory Impairment 

 
 

Description 
 

Normal Ageing 
Forgetfulness 

 
Memory Impairment 

Associated with Dementia 
 

 
Can't remember 
 

 
Parts of an experience 

 
The whole experience 
 

 
Forgets words or names of 
people, objects and actions 

 
Occasional lapses 

 
Progressive deterioration 
 

 
Able to respond to verbal 
prompts or to follow  written 
directions 

 
Usually able 

 
Gradual loss of ability 

 
Recall of names 
 

 
Not often a problem if 
person is attentive when 
introduced 

 
Increasing difficulty 

 
Calculation 
 

 
May take longer than before 
 

 
Gradual loss of ability 

 
Use of reminder notes, 
diary, calendar, cues in 
their environment 
 

 
Usually effective 

 
Gradual loss of ability to use 
notes, diary or calendar. 
Becomes more reliant on 
environmental cues 

 
Follow a story either in a 
book or on television or 
radio 

 
Retains ability - when 
focussed and paying 
attention to the story 
 

 
Gradual loss of this ability 

 
Take care of self i.e. eating, 
dressing, toileting, Bathing, 
maintaining living 
environment 

 
Unless there is a physical 
disability – usually able 
 
 
 

 
Gradual deterioration in ability to 
cope with the activities of daily 
living without assistance 
 
© Beverley Giles 2001, revised 2008 

 

©Beverley Giles, Art & Skill Workbook, 2008 
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Appendix 9: The Barthel Index                              
 

 
THE BARTHEL INDEX 

 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

 
The Barthel Index 

  
Purpose: 
The Barthel Index – designed to assess physical capability in the elderly. 
  
Directions for use: 

• The Barthel Index can be completed by the client or carer, health professional asking the 
questions. 

• The assessment will take an average of five to seven minutes to complete. 
• The index should be used as a record of what a patient does, not as a record of what a patient 

could do. 
• The main aim is to establish degree of independence from any help, physical or verbal, however 

minor and for whatever reason. 
• The need for supervision renders the patient not independent. 
• A patient’s performance should be established using the best available evidence. Asking the 

patient, friends/ relatives and nurses are the usual sources, but direct observation and common 
sense are also important. However direct testing is not needed. 

• Usually the patient’s performance over the proceeding 24-48 hours are important, but occasionally 
longer periods will be relevant. 

• Middle categories imply that the patient supplies over 50 per cent of the effort. 
• Use of aids to be independent is allowed. 

Scoring Details 
Scoring – the higher the score, the more independent the patient is. A total score of: 
                             0-20     suggests total dependence 
                             21-60   severe dependence 
                             61-90   moderate dependence 
                             91-99   slight dependence 
 

  
  
  
  
  
  

  
For further information: www.strokecenter.org/trials/scales/barthel.pdf 
Source:  Mahoney, F. I., & Barthel, D. (1965). Functional evaluation: The Barthel Index, Maryland 

State Medical Journal, 14, 56-61. Used with permission. 
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THE BARTHEL INDEX 

 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

No Activity Score 
1. FEEDING 

0 = unable 
5 = needs help cutting, spreading butter, etc., or requires modified diet 
10 = independent 

  

2. 
 

BATHING 
0 = dependent 
5 = independent (or in shower) 

  

3. GROOMING 
0 = needs help with personal care 
5 = independent face/hair/teeth/shaving (implements provided) 

  

4. DRESSING 
0 = dependent 
5 = needs help but can do about half unaided 
10 = independent (including buttons, zips, laces, etc.) 

  
 

5. BOWELS 
0 = incontinent (or needs to be given enemas) 
5 = occasional accident 
10 = continent 

  

6. BLADDER 
0 = incontinent, or catheterised and unable to manage alone 
5 = occasional accident 
10 = continent 

  

7. TOILET USE 
0 = dependent 
5 = needs some help, but can do something alone 
10 = independent (on and off, dressing, wiping) 

  

8. TRANSFERS (bed to chair and back) 
0 = unable, no sitting balance 
5 = major help (one or two people, physical), can sit 
10 = minor help (verbal or physical) 
15 = independent 

  

9. MOBILTY (on level surfaces) 
0 = immobile or < 50 yards 
5 = wheelchair independent, including corners, > 50 yards 
10 = walks with help of one person (verbal or physical) > 50 yards 
15 = independent (but may use any aid; for example, stick) > 50 yards 

  

10. STAIRS 
0 = unable 
5 = needs help (verbal, physical, carrying aid) 
10 = independent 

  

                                                 TOTAL (0-100)  
Outcome of Assessment 
 
 
Completed by: 
Print Name:                                                 Signature:                                    Date:      /       /  
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Appendix 10: Australian Government Department of Health and 
Ageing resources                        
 
The Australian Government Department of Health and Ageing offers a wide variety of resources that may 
be useful to help the lives of people with dementia and their carers. Below is an overview of the resources 
available. 
 

NB: 

Order forms, which can be sent via mail or fax, provide a more comprehensive list and are 
available on the Australian Government Department of Health and Ageing website: 
http://www.health.gov.au/internet/main/publishing.nsf/Content/ageing-publicat-download-
ordfree.htm 
Resources can also be ordered by calling: 

02 6269 1080* or 
The Aged Care Information Line on 1800 500 853* 

*Calls from mobile phones are charged at applicable rates 
 
Aged Care Information Sheets (available in a variety of languages) including: 

• Care Options 
• Quality of Care 
• Residential Care – Fees and Charges 
• Special Needs Groups 
• Contact Numbers (English Only) 

 
Carer Support Kit, (available in a variety of languages) including support sheets regarding: 

• Legal Arrangements 
• Taking a Break 
• Feelings 
• Managing Money 
• Services for You 
• Safety at Home 
• Taking Care of Yourself 
• Loss and Grief 
• Managing Health Care and Medications 

 
Emergency Care Kit, (an Aboriginal and Torres Strait Islander version is also available) consisting of: 

• 2 x Emergency Care Plans 
• 1 x Carer Emergency Card 
• 1 x Emergency Care Kit Folder 
• 1 x Medi-list (available in a variety of languages) 

 
Relaxation Recording CD 
 
Dementia Booklet Set for People Living with Dementia and their Carers. This booklet set 
provides comprehensive information on living with dementia and information on caring for a person with 
dementia, including: 

• Understanding Dementia 
• Living with Dementia 
• Planning for the Future 
• Carer health and support 
• Useful information, contacts and services 
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Dementia and Memory Community Centres (DMCC) Resources: Posters (A3 297 x 420 mm) 
• Worried about your memory? 
• How can I find out more about dementia? 
• Looking after someone with dementia? 

 
Dementia Help Sheets. There are help sheets (available in a variety of languages) regarding a broad 
range of topics including: 

• About dementia 
• Caring for someone with dementia 
• Dementia – Looking after families and carers 
• Dementia and residential care 
• Dementia and changes behaviours 
• Dementia and young people 
• Younger onset dementia 
• Information for people with dementia 
• Environment and safety 

 
Help Sheet Kits (available in a variety of languages) are also available. 
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Appendix 11: Alzheimer’s Australia referral form                      
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Appendix 12: Revised Memory & Behavioural Problems Checklist 
(RMBPC)                              

  

Revised Memory & Behavioural 
Problems Checklist (RMBPC) 

                              Reach II 
 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………
  

Revised Memory & Behavioural Problems Checklist – RMBPC 
 
Purpose: 
The Revised Memory & Behavioural Problems Checklist is designed to identify ‘problem’ people 
sometimes experience. 
  
Directions for use: 

• The Revised Memory & Behavioural Problems Checklist to be completed by the carer with or 
without the assistance of a health professional. 

• The assessment will take an average of five to seven minutes to complete. 
• There are twenty four ‘Problems’ identified in the ‘Problem’ column on the checklist. 
• The carer is to indicate by circling the No/Yes response, in the ‘Has it occurred?’ column, if any 

of these ‘Problems’ have occurred during the past week. 
• If the carer answers Yes to any of the ‘Problems’ listed, please have the carer indicate how much 

the ‘Problem’ has bothered or upset them when it happened. Refer to the ‘Reaction Ratings’ on 
the checklist and record response in the ‘Reaction’ column. 

• Prioritise the ‘Problems’ by using the Reaction Ratings and in consultation with carer. 
• Identify the target behaviour and commence the ‘ABC’s of Behaviours’ form, to assist the carer to 

identify and implement strategies to reduce the identified behaviour – individual action causing 
concern. 

 
For further information 

 
Reach II Website - http://www.edc.pitt.edu/reach2/public/index.html  
Problem Solving Module - http://www.edc.pitt.edu/reach2/public/documents/im1Section08.pdf  
Resources and Materials - http://www.edc.pitt.edu/reach2/public/documents/im2AppendixA.pdf 
ABC’s of Behaviour form - http://www.edc.pitt.edu/reach2/public/documents/im2AppendixC.pdf 
(pages 45 & 46) 
  
 
 
 
Source:  REACH II: Resources for Enhancing Alzheimer’s Caregiver Health. (2002, June 1). 

Intervention Manual of Operations, Volume 1, Section 8 – Problem Solving Component. 
Retrieved December 18, 2008, from http://www.edc.pitt.edu/reach2/public/manuals.html 

 Teri, L., Traux, P., Logsdon, R. G., Uomoto, J., Zarit, S., & Vitaliano, P. P. (1992). 
Assessment of behavioral problems in dementia: The Revised Memory and Behavior 
Problems Checklist. Psychology and Aging, 7(4), 622-631. 
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Revised Memory & Behavioural 
Problems Checklist (RMBPC) 

                              Reach II 
 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

• There are twenty four ‘Problems’ identified in the ‘Problem’ column on the checklist. 
• Please indicate by circling the No/Yes response, in the ‘Has it occurred?’ column, if any of these 

‘Problems’ have occurred during the past week. 
• If you have answered Yes to any of the ‘Problems’ listed, please indicate how much the ‘Problem’ 

has bothered or upset you when it happened. Refer to the Reaction Ratings on the checklist and 
record in the ‘Reaction’ column. 

Has it occurred in the past week: 
 
0 = No 
1 = Yes 
 

If Yes, 
Please complete the Reaction Ratings: 
0 = not at all 
1 = a little 
2 = moderately 
3 = very much 
4 = extremely

 

Please answer all the questions for both frequency and reaction. 
Problem Has it 

occurred? 
(in the past week) 

Reaction 
(how much it 
bothered you) 

1. Asking the same question over and over No Yes  
2. Trouble remembering recent events (ie items in newspaper or TV) No Yes  
3. Trouble remembering significant past events No Yes  
4. Losing or misplacing things No Yes  
5. Forgetting what day it is No Yes  
6. Starting, but not finishing things No Yes  
7. Difficulty concentrating on a task  No Yes  
8. Destroying property No Yes  
9. Doing things that embarrass you No Yes  
10. Waking you or other family members up at night No Yes  
11. Talking loudly and rapidly No Yes  
12. Appears anxious or worried No Yes  
13. Engaging in behaviour that is potentially dangerous to self or others No Yes  
14. Threatens to hurt oneself No Yes  
15. Threatens to hurt others No Yes  
16. Aggressive to others verbally No Yes  
17. Appears sad and depressed No Yes  
18. Expressing feelings of hopelessness & sadness about the future No Yes  
19. Crying and tearfulness No Yes  
20. Commenting about the death of others No Yes  
21. Talking about feeling lonely No Yes  
22. Comments about feeling worthless or being a burden to others No Yes  
23. Comments about feeling like a failure, or about not having any 
worthwhile accomplishments in life 

No Yes  

24. Arguing, irritability, and/or complaining No Yes  
Completed by:                                 Relationship to client:                                Date:     /     / 



- 66 - 

Appendix 13: Neuropsychiatric Inventory Questionnaire (NPI-Q) 
 

 
Neuropsychiatric Inventory 

Questionnaire 
(NPI-Q) 

 
© JL Cummings, 1994; all rights reserved; 
permission for commercial use required. 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB……………………………………………… 

  
Neuropsychiatric Inventory Questionnaire - NPI-Q 

Purpose: 
The Neuropsychiatric Inventory Questionnaire is designed to assess neuropsychiatric symptoms in the 
person with dementia and helps to distinguish between the different causes of dementia. 
 
It provides information across 12 domains. These domains are made up of 10 subsections reviewing 
behavioural areas and 2 types of neuro-vegetative change. 
 
Training Requirements: 
A training pack is available to assist staff recording caregiver’s responses, however, specific training is not 
required. The questions can be answered by anyone familiar with the person with dementia, such as a 
regular caregiver, who speaks the same language as the interviewer.  
 
Directions for use: 

• The Neuropsychiatric Inventory Questionnaire can be completed by a health professional/ carer. 
• The assessment will take an average of ten to twenty minutes to complete. 
• The questions are answered based on changes that have occurred since the client first began to 

experience memory problems.  
• Circle “yes” only if the symptom has been present in the past month. Otherwise circle “no”. 
• For each item marked ‘yes’ – rate the severity of the symptom (how it affects the client). Ratings 

1-3 are on the NPI-Q form. 
• Using the ratings 0-5 on the NPI-Q form, rate the distress you experience because of that 

symptom (how it affects you – carer). 

Scoring details: 
Refer to the scoring details on the NPI-Q form. 
 
 
For further information: www.medafile.com/cln/NPE-Qa.htm  
Source:  Cummings, J. L., Mega, M., Gray, K., Rosenberg-Thompson, S., Carusi, D. A., & 

Gornbein, J. (1994). The Neuropsychiatric  Inventory: comprehensive assessment of 
psychopathology in dementia. Neurology, 44, 2308-2314. (Original 10 item NPI version) 
Cummings, J. L. (1997). The Neuropsychiatric Inventory: assessing psychopathology in 
dementia patients. Neurology, 48, S10-S16.  (Expanded 12 item version of the NPI) 
Kaufer, D. I., Cummings, J. L., Christine, D., Bray, T., Castellon, S., Masterman, D., 
MacMillan, A., Ketchel, P., DeKosky, S. T. (1998). Assessing the impact of 
neuropsychiatric symptoms in Alzheimer's disease: the Neuropsychiatric Inventory 
Caregiver Distress Scale. Journal of the American Geriatric Society, 46, 210-215.  
(Caregiver distress scale of the NPI) 
© JL Cummings, 1994; all rights reserved; permission for commercial use required. 
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Neuropsychiatric Inventory 

Questionnaire 
(NPI-Q) 

 
© JL Cummings, 1994; all rights reserved; 
permission for commercial use required.

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB……………………………………………… 

Please answer each question honestly and carefully. Ask for assistance if you are not sure how to answer any 
question. Circle “yes” only if the symptom has been present in the past month. Otherwise circle “no”. Then circle the 
severity and distress ratings. 

For each item marked ‘yes’: 
Rate the severity of the symptom (how it affects 
the client) 
 
1 = Mild (noticeable, but not a significant change) 
2 = Moderate (significant, but not a dramatic 

change) 
3 = Severe (very marked or prominent; a dramatic 

change) 
 

Rate the distress you experience because of that symptom (how 
it affects you) 
 
0 = Not distressing at all 
1 = Minimal (slightly distressing, not a problem to cope with) 
2 = Mild (not very distressing, generally easy to cope with) 
3 = Moderate (fairly distressing, not always easy to cope with) 
4 = Severe (very distressing, difficult to cope with) 
5 = Extreme of very severe (extremely distressing, unable to 

cope with) 

Changes Severity and Distress Ratings 
Delusions 
Yes        No 

Does the client believe that others are stealing from him/her, or planning to 
harm him/her in some way? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Hallucinations 
Yes        No 

Does the client act as if he/she hears voices? Does he/she talk to people who 
are not there? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Agitation or aggression 
Yes        No 

Is the client stubborn and resistive to help from others? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Depression or 
dysphoria 
Yes        No 

Does the client act as if he/she is sad or in low spirits? Does he/she cry? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Anxiety 
Yes        No 

Does the client become upset when separated from you? Does he/she have any 
other signs of nervousness, such as shortness of breath, sighing, being unable 
to relax, or feeling excessively tense? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Elation or euphoria 
Yes        No 

Does the client appear to feel too good or act excessively happy? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Apathy or indifference 
Yes        No 

Does the client seem less interested in his/her usual activities and in the 
activities and plans of others? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Disinhibition 
Yes        No 

Does the client seem to act impulsively? For example, does the client talk to 
strangers as if he/she knows them, or does the client say things that may hurt 
people’s feelings? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Irritability or lability 
Yes        No 

Is the client inpatient and cranky? Does he/she have difficulty coping with 
delays or waiting for planned activities? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 
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Motor disturbance 
Yes        No 

Does the client engage in repetitive activities, such a spacing around the house, 
handing buttons, wrapping string, or doing other things repeatedly? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Nighttime behaviours 
Yes        No 

Does the client awaken you during the night, rise too early in the morning, or 
take excessive naps during the day? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Appetite and eating  
Yes        No 

Has the client lost or gained weight, or had a change in the food he/she likes? 
Severity:     1        2        3             Distress:     0       1       2        3        4        5 

Date: 
Informant Name:                                                        Relationship: 
 
Staff Member 
Name:…………………………………Signature:…………………………Designation:………………… 
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Appendix 14: Caregiver Strain Index                            
 

 
Caregiver Strain Index 

 
Copyright © The Gerontological Society of 
America. 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

 
Guidelines for Caregiver Strain Index  

 
Purpose: 
The Caregiver Strain Index is a screening instrument which can be used to identify strain of 
carers, assess their ability to go on caring and to identify areas where support may be needed. 
Strain was defined as ‘those enduring problems that have the potential for arousing threat’ 
 
Directions for use: 

• 13 questions are provided, with answers being Yes or No 
• The instrument can be either answered by the carer or with staff asking questions in an 

interview situation.  
• Time frame for administration is approximately 5 minutes 

 

Scoring details: 
The score is determined by adding up the “Yes” answers. A score of 7 or greater indicates a high 
level of stress. 
 
If score is 7 or greater – discuss, develop and prioritise support strategies with Carer.  
               1.  Identify the issues that are causing the carer stress. 
               2.  Prioritise the causes of stress with the carer 
               3.  In consultation with the carer develop strategies to assist in reducing the causes of 

the carers stress. 
               4.  Place these interventions on client care plan under the title of ‘Carer Support’ 
               5.  Discuss services available to provide counseling support and send a referral to the   
                    appropriate nominated service as required. 
 
 
 
 
 
 
 
Source:  The Hartford Institute for Geriatric Nursing, Division of Nursing, New York University 

Robinson, B. C. (1983). Validation of a caregiver strain index. Journal of Gerontology, 
38(3), 344-348. 
Copyright © The Gerontological Society of America. 



- 70 - 

 
Caregiver Strain Index 

 
Copyright © The Gerontological Society of 
America. 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

 
Below is a list of things which other people have found to have difficulty with 
when helping care for a relative /friend. Please answer yes or no by placing a  
in the appropriate column 
 

Yes No

1. Sleep is disturbed because ………………..is in and out of bed or wanders 
around at night 

  

2. It is inconvenient because (e.g. helping takes so much time or its long drive 
over to help.)

  

3. It is a physical strain(e.g. because helping in and out of a chair, effort or 
concentration required) 

  

4. It is confining (e.g. helping restricts free time or cannot go visiting)   

5. There have been family adjustments (e.g. because helping has disrupted 
routine, there has been no privacy)

  

6. There have been changes in personal plans (e.g. had to turn down a job; could 
not go on vacation) 

  

7. There have been other demands on my time (e.g. from other family members)   

8. There have been other emotional adjustments (e.g. because of severe 
arguments) 

  

9.   Some behaviour is upsetting ( e.g. because of incontinence;…………..has 
trouble remembering things; or …………..accuses people of taking things) 

  

10.  It is upsetting to find……….. has changed so much from his/her formal self 
(e.g. he/she is a different person than he/she used to be)

  

11. There have been work adjustments (e.g. having to take time off)   

12. It is a financial strain   

13.  Feeing completely overwhelmed (e.g. because of worry about ……………..: 
concerns about how you will manage.)

  

 TOTAL SCORE COUNT “Yes Responses” 
A score of  7 or more would indicate a greater level of stress. 

Refer to the ‘Directions for use’ section for follow up strategies. 

  

Comments: 
 
 
 
 
 
COMPLETED BY:_____________________________________  
RELATIONSHIP TO CLIENT:___________________________  DATE:___/____/____ 
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Appendix 15: The Functional Assessment Staging Tool (FAST)                        
 

THE FUNCTIONAL 
ASSESSMENT STAGING 

TOOL 
(FAST) 

Copyright © 1984 by Barry Reisberg, M.D. All rights 
reserved. Reproduced with permission.   

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB……………………………………………… 

 
The Functional Assessment Staging Tool 

 
Purpose: 
The Functional Assessment Staging Tool is designed as an assessment of functional change in ageing and 
dementia. 
 
The assessment is a rating scale which can be used as part of the Global Deterioration Scale. It rates 
functional change in 7 main stages with a total of 16 successive stages and sub-stages.  

  
Directions for use: 

• The Functional Assessment Staging Tool can be completed by the health professional and 
untrained staff in an interview with a reliable informant.  

• The assessment will take an average of fifteen to twenty minutes to complete. 
• If a stage being assessed is due to another form of disability other than dementia (e.g. arthritis) 

score ‘No’ beside the stage and write the actual cause of the disability beside it. 
 

Scoring details  
• The highest functional staging score = highest value 
• Each level has a description to assist with clinical scoring 
• A score of 1 indicates normal level of function, whilst a score of 7 indicates severe dementia. 

 
. 

 
 

 
 
 
 
For further information: http://ec-online.net/Knowledge/articles/alzstages.html 
Source:  Reisberg, B. (1988). Functional Assessment Staging (FAST). Psychopharmacology  

Bulletin, 24, 653-659. Reproduced with permission. 
 Copyright © 1984 by Barry Reisberg, M.D. All rights reserved. Reproduced with 

permission. Author requires contact prior to additional reproduction. 
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THE FUNCTIONAL 
ASSESSMENT STAGING 

TOOL 
(FAST) 

Copyright © 1984 by Barry Reisberg, M.D. All rights 
reserved Reproduced with permission.  

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB……………………………………………… 

Stage Assessment 
(score is highest consecutive level of disability) 

No of 
Months 
noted 

Tick if 
present 

1. No difficulties, either subjectively or objectively 
 

   

2. 
 

Complains of forgetting location of objects; subjective word finding difficulties 
only 
 

   

3. Decreased job functioning evident to co-workers; difficulty in travelling to new 
locations 

   

4. Decreased ability to perform complex tasks (e.g., planning dinner for guests; 
handling finances; marketing) 
 

  
 

 
 

5. Requires assistance in choosing proper clothing for the season or occassion 
 

   

6. a)   Difficulty putting clothing on properly without assistance 
 

  

b)   Unable to bathe properly; may develop fear of bathing. Will usually require 
assistance adjusting bath water temperature 

 

  

c)   Inability to handle mechanics of toileting (i.e., forgets to flush; doesn’t wipe 
properly) 

  

d)   Urinary incontinence, occasional or more frequent 
 

  

e)   Faecal incontinence, occasional or more frequent   
7. a)   Ability to speak limited to about half a dozen words in an average day 

 
  

b)   Intelligible vocabulary limited to a single word in an average day 
 

  

c)   Non ambulatory (unable to walk without assistance) 
 

  

d)  Unable to sit up independently 
 

  

e)   Unable to smile 
 

  

f)   Unable to hold head up 
 

  

TOTAL 
 

 
Completed by: 
Print Name:                                                                   Signature:                                             
Discipline:                                                                      Date:       /         /    

Copyright © 1984 by Barry Reisberg, M.D. All rights reserved. Reproduced with permission.   
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Appendix 16: Abbey Pain Scale                         
 

 
Abbey Pain Scale 

 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

Abbey Pain Scale  
The pain scale is best used as part of an overall pain management plan. Some pain management strategies can be 

found at: http://www.apsoc.org.au  
Purpose: 
The Abbey Pain Scale is an instrument designed to assist in the assessment of pain in clients who are unable to 
clearly articulate their needs. 
 
Directions for use: 

• 6 questions are provided.  
• Observations are to be rated on a scale of between 0 to 3. 0 being absent, 1 mild, 2 moderate, and 3 severe. 
• Scores are added and matched with the appropriate Total Pain Score Box which is found on the Scale. 
• Care planning strategies planned in consultation with MO, Client and or Carer. 
• The assessment may be conducted by the Health Professional or the carer. 

 
Ongoing assessment: 
The scale does not differentiate between distress and pain, therefore measuring the effectiveness of pain relieving 
interventions is essential. 
 
Recent work by the Australian Pain Society1-2 recommends that the Abbey Pain Scale be used as a movement based 
assessment. The person recording the scale should, therefore, observe the client is being moved e.g., during pressure 
area care, while showering etc. 
 
Complete the scale immediately following the procedure and record the results in the client’s notes. Include the time 
of completion of the scale, the score, staff member’s signature and action (if any) taken in response to results of the 
assessment, e.g., pain medication or other therapies.  
 
A second evaluation should be conducted one hour after any intervention taken in response to the first assessment, to 
determine the effectiveness of any pain relieving intervention. 
 
If at this assessment, the score on the pain scale is the same, or worse, consider further intervention and act if 
appropriate. Complete the pain scale four hourly, meanwhile recording all the pain relieving interventions 
undertaken, until the person appears comfortable. If pain/ distress persists, undertake a comprehensive assessment of 
all facets of client’s care and monitor closely over a 24 hour period, including any further interventions undertaken. 
If there is no improvement during that time, notify the medical practitioner, of the pain scores and the action taken. 

 
Source:  Abbey, J. DeBellis, A. N., Piller, N., Easterman, A., Giles, L., Parker, D., & Lowcay, B. 

Funded by the JH & JD Gunn Medical Research foundation 1998 – 2002 
This document may be reproduced with this acknowledgement retained. 

                                                 
1 Australian Pain Society (2005) Residential Aged Care Pain Management Guidelines, August. http://www.apsoc.org.au 
2 Gibson, S., Scherer, S and Goucke, R (2004) Final Report Australian Pain Society and the Australian Pain Relief Association 
Pain Management Guidelines foe Residential Care: Stage 1 Preliminary field-testing and preparations for implementation. 
November. 
Further details re original validation can be found: Jennifer Abbey, Neil Piller, AnitaDe Bellis, Adrian Esterman, Deborah Parker, 
Lynne; Giles and Belinda Lowcay (2004) The Abbey Pain Scale: a 1-minute numerical indicator for people with end-stage 
dementia, International Journal of Palliative Nursing, Vol 10, No 1. pp 6-13 
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Abbey Pain Scale 

 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

 

For measurement of pain in people with dementia who cannot verbalise. 
 

How to use scale: Whilst observing the client, score questions 1 to 6. 
 
Name of Client:……………………………………………………………………………………. 
Name and designation of person completing the scale:………………………………………… 
Date: ………………..Time assessment completed:  ……………………………………………. 
Latest pain relief given was………………………..…………………….at………………hours. 
 
 
Questions 

Assessment 
Initial   Second  

Q1 Vocalisation   eg whimpering, groaning, crying 
Absent 0  Mild 1  Moderate 2        Severe 3 

  

Q2 Facial expression    eg looking tense, frowning,  grimacing, looking 
frightened 
Absent 0  Mild 1  Moderate 2        Severe 3 

  

Q3 Change  in body language     eg fidgeting, rocking, guarding, part of body, 
withdrawn 
Absent 0  Mild 1  Moderate 2        Severe 3 

  

Q4 Behavioural change    eg increased confusion, refusing to eat, alteration in 
usual pattern 
Absent 0  Mild 1  Moderate 2        Severe 3 

  

Q5 Physiological change     eg temperature, pulse or blood pressure outside 
normal limits, perspiring, flushing or pallor 
Absent 0 Mild 1 Moderate 2       Severe 3

  

Q6 Physical changes    eg skin tears, pressure areas, arthritis, contractures, 
precious injuries 
Absent 0  Mild 1  Moderate 2        Severe 3 

  

Add scores for 1 – 6 and record here   ⇨ Total Pain Score 

  

 
Now tick the box that matches the 

Total Pain Score ⇨
 

  0 - 2 
No Pain 

 
  3 – 7 
Mild 

 
  8 – 13 

Moderate 

 
  14 + 

Severe 
 

Finally, tick the box which matches the 

type of pain  ⇨
 

 Chronic 
 

 
  Acute 

 
  Acute on  
Chronic 
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Abbey Pain Scale 

 

 
NAME…………………………………………... 
  PLEASE AFFIX ID LABEL 
CENTRE………………………………………… 

UR NUMBER…………………………………… 
DOB………………………………………………

 

 
Time 

 

 
Intervention / Action 

 
By 

Whom

 
Outcome 

 
 
 
 

 
 
 
 

  

  
 
 
 

  

  
 
 
 

  

  
 
 
 

  

  
 
 
 

  

Summary to be completed by Case Manager 
 
 
 
 
 
 
 
 
 
 
 
Name: ………………………..…………Signature:…………………………………………… 
Designation:……..………………………………..Date:    /     / 
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