Appendix: Expenditure method

The 20 questions from the residential classification scale questionnaire were mapped to
questions from the ABS Survey of Disability Ageing and Carers. From this mapping an
estimate was made of the likely response of each SDAC person to the RCS questions. A
proxy RCS score (SDAC-RCS score) is calculated by applying a response weight to the likely
response and summing the response weights for the mapped SDAC questions. The
distribution of the SDAC-RCS score was adjusted to fit as closely as possible the distribution
of the RCS scores from the RCS file. This provided the cut-off points for the SDAC-RCS
between each level on the RCS scale —e.g. the highest scoring 20% allocated to category 1, the
next 25% to category 2 and so on in line with the distribution from the RCS.

The conditions!4 recorded in the SDAC were allocated across eight categories grouped
according to similarities in the likely need for assistance for the condition. These eight
groups are listed in Table 8.6 (and Table A8.1 for a list of conditions). Each group was only
counted once, which means that someone who has two conditions that are allocated to the
same group only has one of them counted (i.e. the disease group is an on/off variable and
does not count multiple conditions within each group). For each record, each condition
group is given either a “1” or a ‘0" and an 8-digit condition list is generated which depends on
the value for each condition group. Figure A8.1 shows the derivation of the ‘condition list’
from the ‘condition groups 1-8’ for a person with dementia or Alzheimer’s disease, one or
more mental health problems, one or more communication problems and one or more other
conditions.

A regression model was established using all possible combinations of the condition list
variable. In this model the dependent variable is the RCS score and there are 239
independent variables representing the combinations of conditions. The model has 207
degrees of freedom, an F value of 13.36 (Pr > F = 0.0001) and an adjusted R? of 0.39.

From the model a predicted RCS score is generated for each combination of the condition
groups which provides an average RCS score and hence level of funding for each
independent variable within the model.

Comparisons were then made between sets of conditions with dementia and the same set of
conditions without dementia and the impact of the dementia on that set of conditions in
terms of change in RCS score and associated level of funding ascertained. For example, the
result for dementia, stroke, mobility and communication is compared to the result for stroke,
mobility and communication. If the group of conditions with which to compare does not
feature in the data set, then the last (eighth) digit of the condition list is changed and a
comparison is made with the new condition list. If this does not reveal a match, then the
second last (seventh) digit is changed. For example, the condition list “10001010" needs to be
compared with condition list ‘00001010". If this does not exist in the data set, then the eighth
digit is changed and the comparison is made with the condition list ‘00001011". In turn if this
does not exist in the data set, then the seventh digit is changed and the comparison with
‘00001000’ is used to determine the impact of dementia.

14 High cholesterol and hypertension have been left out of this analysis since they do not add significantly to
the need for care.
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The level of funding for dementia is the difference between the level of funding for the group
of conditions without dementia and the level of funding for the group of conditions plus
dementia. Using this method, a cost of each disease group is allocated to each record in the
SDAC according to the conditions listed for that record. The total allocated cost is scaled to
the total basic funding for each RCS group.

CG 1: Dementia & Alzheimer’s

1

CG 8: Other conditions

1

Condition list
CG1,CG2,CG3...CG8

10010101

CG 7: Parkinson’s

CG 3: Mobility

0 0

CG 6: Communication

1

CG 5: Other CVD

0

Figure A8.1: Derivation of the condition list from the condition group variable for a residential
aged care resident with dementia or Alzheimer’s disease, one or more mental health problems,
one or more communication problems and one or more other conditions
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Appendix tables

Table A5.1: Summary of published Australian studies: age and sex distribution of care recipients

Age Sex
Study Range Mean (std dev) Other details % female % male
Victorian Carers’ Program
Schofield et al. (1998b) Includes recipients >50
Dementia 93% >70 77 23
Undiagnosed memory loss 76% >70 60 40
Physical impairment 77% >70 68 32
30% 53-73, 45% 74-82
Brodaty et al. (2005) & 25% >83
Dementia caregivers’ training
programme 49-79 70.2 (6.5) Eligible patients <80 48 52
Numbers are for patients
Brodaty & Hadzi-Pavlovic (1990) 51-91 72.2 (8.3) who were alive at survey 54 46
Bindoff et al. (1997)
Dementia 76.2 (12.5)
Intellectual disability 23.5 (7.8)
Physical disability 54.2 (25.4)
Luscombe et al. (1998) Eligible recipients <65
Alzheimer’s disease 56.5 (5.8) 51 49
Huntington’s disease 46.3 (10.5) 39 61
Other dementias 54.5 (8.4) 24 76
LoGiudice et al. (1999) 57 43
Control 77.5 (8.6) 61 39
Memory clinic 72.9(7.9) 52 48
Bruce & Paterson (2000) 57-93 79 46 54
Leong et al. (2001)
Schofield (2001)
Bruce et al. (2002)
Low et al. (2002) 49-95 82.9 (7.8) 74 26
Ward et al. (2003) 62-93 79.7 48 52
Bruce et al. (2005)
Helmes et al. (2005) 55-96 78.49 (8.56) 63 37
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Table A6.2: Summary of published Australian studies: age and sex distribution of carers

Age Sex
Study Range Mean (std dev) Other details % female % male
Victorian Carers’ Program
Schofield et al. (1998b) >70% 35-64 75 25

Dementia
Undiagnosed memory loss
Physical impairment

4.6% 0-34, 35% 35-49,

Brodaty et al. (2005) 30% 50-64 & 30% =65 73 27
Dementia caregivers’ training

programme 67.7 (8.2) 54 46
Brodaty & Hadzi-Pavlovic (1990) 29-85 60.2 (13.3) 79 21
Bindoff et al. (1997) 28-82 55 (13.17) 76 24
Dementia 61.1(12.8) 73 27
Intellectual disability 50.6 (9.7) 84 16
Physical disability 49.4 (12.9) 75 25
Luscombe et al. (1998) 51.7 (12.5) 75 25

Alzheimer’s disease
Huntington’s disease

Other dementias

LoGiudice et al. (1999) Most were elderly 78 22
Control 60.7 (12.6) 80 20
Memory clinic 61.4 (14.0) 76 24
Bruce & Paterson (2000) 36-85 69 63% >70 67 33
Eligible carers >18
Leong et al. (2001) 45-97 65.5 (11.5) 69% =60 >67 <33
Mid 30s to
Schofield (2001) late 80s 68 32
Bruce et al. (2002) 43-83 68 52 48
Low et al. (2002) 34-84 61 (£ 11.6) 54 46
Ward et al. (2003) 42-92 69 Most were elderly 64 36
Bruce et al. (2005) 38-85 Median 62  Bimodal distribution of ages 71 29
Helmes et al. (2005) 31-85 61.1 (14.0) 71 29
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Table A8.1: Condition weights for each ABS CUREF code applied to SDAC data for allocation of
residential aged care funding allocation to conditions

ABS ABS

CURF Condition CURF Condition

code Condition group® code  Condition group®

100 Certain infectious & parasitic 8 910 Heart disease 5
diseases

204 Breast cancer 8 913 Angina 5

205 Prostate cancer 8 914 Myocardial infarction (heart attack) 5

299 Other neoplasms 8 919 Other heart diseases 5
(tumours/cancers)

300 Diseases of the blood & blood- 8 922 Hypertension (high blood pressure) Not
forming organs & certain disorders included
involving the immune system

401 Disorders of the thyroid gland 8 923 Stroke 2

402 Diabetes 8 929 Other diseases of the circulatory 5

system

404 High cholesterol Not 1002 Bronchitis/bronchiolitis 8

included

499 Other endocrine/nutritional & 8 1003 Respiratory allergies (excluding 8
metabolic disorders allergic asthma)

500 Mental & behavioural disorders nfd 4 1004 Emphysema 8

511 Dementia 1 1005 Asthma 8

512 Schizophrenia 4 1099 Other diseases of the respiratory 8

system

513 Depression/mood affective 4 1101 Stomach/duodenal ulcer 8
disorders (excluding postnatal
depression)

521 Phobic & anxiety disorders 4 1102 Abdominal hernia (except 8

congenital)

522 Nervous tension/stress 4 1103 Enteritis & colitis 8

530 Intellectual & developmental 8 1104 Other diseases of the intestine 8
disorders nec

531 Mental retardation/intellectual 8 1199 Diseases of the digestive system 8
disability

532 Autism & related disorders 8 1202 Skin allergies (Dermatitis & 8
(including Rett’s syndrome & Eczema)

Asperger’s syndrome)

595 Attention deficit 8 1299 Other diseases of the skin & 8
disorder/hyperactivity subcutaneous tissue

596 Speech impediment 8 1301 Arthritis & related disorders 3

599 Other mental & behavioural 4 1303 Back problems (dorsopathies) 3
disorders

604 Parkinson’s disease 7 1304 Repetitive strain 8

injury/occupational overuse
syndrome
605 Alzheimer’s disease 1 1306 Other soft tissue/muscle disorders 3
(including Rheumatism)
607 Multiple sclerosis 3 1307 Osteoporosis 3
(continued)
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Table A8.1 (continued): Condition weights for each ABS CURF code applied to SDAC data for
allocation of residential aged care funding allocation to conditions

ABS ABS
CURF Condition CURF Condition
code Condition group® code  Condition group®
608 Epilepsy 8 1399 Other diseases of the 3
musculoskeletal system &
connective tissue
609 Migraine 8 1401 Kidney & urinary system (bladder) 8
disorders (except incontinence)
611 Cerebral palsy 8 1405 Menopause disorders 8
612 Paralysis 3 1499 Other diseases of the genitourinary 8
system
699 Other diseases of the nervous 8 1600 Congenital malformations, 8
system deformations & chromosomal
abnormalities
703 Retinal disorders/defects 8 1701 Breathing difficulties/shortness of 8
breath
704 Glaucoma 8 1704 Pain nfd 8
707 Sight loss 3 1705 Unspecified speech difficulties 8
799 Other diseases of the eye & 8 1799 Other symptoms/signs & abnormal 8
adnexa clinical & laboratory findings nec
802 Diseases of the middle ear & 8 1801 Head injury/acquired brain damage 8
mastoid
803 Diseases of the inner ear (except 6 1802 Arm/hand/shoulder damage from 3
noise induced deafness) injury/accident
804 Tinnitus 6 1804 Leg/knee/foot/hip damage from 3
injury/accident
810 Deafness/hearing loss 6 1808 Complications/consequences of 8
surgery & medical care nec
811 Deafness/hearing loss—noise 6 1899 Other injury/poisoning & certain 8
induced other consequences of external
causes
812 Deafness/hearing loss—congenital 8 1904 Restriction in physical activity or 3
physical work
899 Other diseases of the ear & 6 1907 Other 2003 codes which have no 8

mastoid process

ICD-10 equivalent

(a) Condition group refers to the list: 1. Dementia and Alzheimer’s disease; 2. Stroke; 3. Mobility; 4. Mental; 5. Other cardiovascular disease; 6.
Communication; 7. Parkinson’s disease; and 8. Other conditions.
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Table A11.1: Mapping of dementia-related data items in Australian dementia-relevant collections:
Impact of caring role (carer health and wellbeing)

ALSWH

Question: During the past 4 weeks, to what extent
has your physical health or emotional problems
interfered with your normal social activities with
family, friends, neighbours or groups?

Response:
Not at all
Slightly
Moderately
Quite a bit

Extremely

Question: During the past 4 weeks, how much of
the time has your physical health or emotional
problems interfered with your social activities (like
visiting with friends, relatives etc.)?

Response:

Al of the time
Most of the time
Some of the time
A little of the time

None of the time

Question: In the last 12 months, have you
had any of the following...

Options include:

Headaches/migraines

Severe tiredness

Difficulty sleeping

Depression

Anxiety

Response: Never, Rarely, Sometimes, Often

Notes: Asked of the mid age cohort in survey
2 (similar questions asked of the younger
cohort, mid age cohort in surveys 1, 3 & 4 &
older cohort)

Question: During the past 4 weeks, have you had
any of the following problems with your work or other
regular daily activities as a result of any emotional
problems (such as feeling depressed or anxious)?

Options:

Cut down on the amount of time you spent on work
or other activities

Accomplished less than you would like
Didn’t do work or other activities as carefully as usual

Response: Yes, No

Question: During the past 4 weeks, have you had
any of the following problems with your work
(including your work outside the home & housework)
or other regular daily activities as a result of your
physical health?

Options:

Cut down on the amount of time you spent on work
or other activities

Accomplished less than you would like
Were limited in the kind of work or other activities

Had difficulty performing the work or other activities
(e.g. it took extra effort)

Response: Yes, No

Question: Please indicate how often you have
felt this way during the last week...

Options:

| was bothered by things that don’t usually
bother me

| had trouble keeping my mind on what | was
doing

| felt depressed

| felt that everything | did was an effort
| felt hopeful about the future

| felt fearful

My sleep was restless

| was happy

| felt lonely

| could not ‘get going’

| felt terrific

Response:

Rarely or none of the time (less than 1 day)
Some or a little of the time (1-2 days)

Occasionally or a moderate amount of the time
(3—4 days)

Most or all of the time (57 days)

Notes: Asked of the younger & mid age

cohorts in surveys 2, 3 & 4 (similar question
asked of the older cohort in survey 2)

Question: During the past 4 weeks,
how many different types of medication
(e.g. tablets or medicine) have you
used which were...

Options include:

Prescription medication for your nerves
(e.g. valium, serapax, ducene etc.)

Prescription medication to help you
sleep (e.g. normison, mogadon etc.)

Prescription medication for depression
(e.g. prozac, aropax etc.)

Response: One, Two, Three, Four or
more (or no response)

Notes: Asked of the younger cohort in
survey 2

Question: In the last 3 years have you been told by
a doctor that you have...

Options include:

Depression

Anxiety/nervous disorder
Response: Yes (or no response)

Notes: Asked of the older cohort in surveys 2, 3 & 4
(similar questions asked of the younger & mid age
cohorts in surveys 2, 3 & 4)

Question: During the past 4 weeks have you
taken any medications...

Options include:

For nerves/anxiety/worries
For stress (difficulty coping)
To help you sleep

For tiredness/fatigue

For depression

Response: Yes, No

Notes: Asked of the mid age cohort in surveys
3 & 4 (similar questions asked of the younger
cohort in surveys 3 & 4, mid age cohort in
surveys 1 & 2 & older cohort in surveys 1, 2 &
3)

Question: Over the last 12 months,
how stressed have you felt about the
following areas of your life...

Options:

Own health

Health of other family members
Work/employment

Living arrangements

Study

Money

Relationship with parents
Relationship with partner/spouse
Relationship with children
Relationship with other family members
Anything else (please specify)
Response:

Not applicable

Not at all stressed

Somewhat stressed

Moderately stressed

Very stressed

Extremely stressed

Notes: Asked of the mid age cohort in
survey 1 (similar questions asked of the
younger cohort, mid age cohort in
surveys 2, 3 & 4 & older cohort in
surveys 1 & 2)

Questions:

In the past week, have you been feeling
that life isn’t worth living?

In the past 6 months, have you ever
deliberately hurt yourself or done
anything that you knew might have
harmed or even killed you?

Response: Yes, No

Notes: Asked of the younger cohort in
surveys 2, 3 & 4 & the mid age cohort
in surveys 3 & 4
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Table A11.2: Mapping of dementia-related data items in Australian dementia-relevant collections:
Impact of caring role (income and financial situation)

DESP

NRCP

SDAC

Data item: Pension status

Definition: Whether or not the
person of concern is in receipt of
an income support payment from
the Commonwealth Government
in the form of a government
pension or benefit

Data domain:

No government pension or benefit
Aged Pension

Veterans’ Affairs Pension
Disability Support Pension

Carer Payment (formerly carer
pension)

Carer Allowance (formerly DNCB)
Unemployment-related benefits

Other government pension or
benefit

Unknown

Data item: Key issues &
discussion areas

Definition: Service provided) by
whatever approach) to the client

Data sub-items include:
Financial matters

Data domain:

Financial planning

Carer benefits/entitlements

Aged care facility costs

Data item: Government
pension/benefit status

Definition: Statement by a
person of receipt of an income
support payment from the
Commonwealth Government in
the form of a pension or benefit

Data domain:

Aged Pension

Veterans’ Affairs Pension
Disability Support Pension
Carer Payment (pension)
Unemployment-related benefits

Other government pension or
benefit

No government pension or benefit
Carer Allowance

Not stated/inadequately
described

Data item: Main effect of caring
role on primary carer’s financial
situation

Data domain:

Not applicable

Income not affected
Income has increased
Income has decreased
Has extra expenses
Not stated

Data item: Primary carer
awareness of Carer Payment

Data domain:
Not applicable
Receives Carer Payment

Does not receive Carer Payment
but has looked at eligibility

Does not receive Carer Payment
& has not looked at eligibility

Has not looked at eligibility

Data item: Whether primary carer
has difficulty meeting everyday
costs as a result of caring role

Data domain:
Not applicable

Has difficulty meeting everyday
living costs

Does not have difficulty meeting
everyday living costs

Not stated

Data item: Whether primary carer
usually pays significant proportion
of living costs of main recipient of
care

Data domain:
Not applicable

Regularly pays a large part of
living costs

Does not regularly pay a large
part of living costs

Not stated

Data item: Main reason primary
carer has not looked at eligibility
for Carer Payment

Data domain:

Not applicable

Not heard of it

Pride

Would not be eligible

Dual eligibility (eligible for
conflicting payment type)

Not necessary

Does not think of self as a carer
Other

Currently receiving it

Looked at eligibility but does not
receive it

Data item: Main reason looking
at eligibility by primary carer did
not lead to receipt of Carer
Payment

Data domain:

Not applicable

Did not meet requirements for
eligibility

Dual eligibility (eligible for
conflicting payment type)

Changed mind or decided not
necessary

Other

Currently receiving Carer
Payment

281

(continued)




Table A11.2 (continued): Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (income and financial situation)

ALSWH

Question: How do you manage on the
income you have available?

Response:

It is impossible

It is difficult all the time

It is difficult some of the time
It is not too bad

It is easy

Notes: Asked of the younger cohort in
surveys 1, 3 & 4 & the mid age & older
cohorts

Question: How many people (including
yourself) are dependent on this household
income?

Response: (Continuous)

Notes: Asked of the younger cohort in
surveys 2, 3 & 4 & the mid age cohort in
surveys 2 & 3

Question: What is the average gross (before
tax) income that you (& your household)
receive each week, including wages, salary,
pensions & allowances?

Options:

Self

Household (include self)

Response:

No income

$1-$119 ($1-$6,239 annually)

$120-$299 ($6,240-$15,999 annually)
$300-$499 ($16,000-$25,999 annually)
$500-$699 ($26,000-$36,999 annually)
$700-$999 ($37,000-$51,999 annually)
$1,000-$1,499 ($52,000-$77,999 annually)
$1,500 or more ($78,000 or more annually)
Don’t know

Don’t want to answer

Household income is the same as mine

Notes: Asked of the mid age cohort in survey
3 (similar questions asked of the younger
cohort in surveys 2, 3 & 4 & the mid age
cohort in survey 2)

Question: Are there people who do not live
with you who are dependent on this
household income?

Response:

No

Yes, one

Yes, more than one

Notes: Asked of the mid age cohort in survey
3 (similar question asked of the mid age
cohort in survey 4)

Question: Which of the following are sources
of income for you & your spouse?

Options:

Wage or salary

Own business/farm/partnership
Superannuation or other private income
Government pension or allowance
Response: Yes (or no response)

Notes: Asked of the mid age cohort in survey
2 (similar questions asked of the older cohort
in surveys 2 & 3)

Question: Which of the following are sources
of income for you & your spouse or partner (if
you have one)?

Options:

Age Pension

Superannuation

Partner allowance & Wife pension
Carer Payment or Carer Allowance
Disability Support Pension

Widow allowance (including Widow B
pension)

War widow’s pension

Overseas pension

Veterans’ service pension

Veterans’ disability pension

Veterans’ TPI

Income from interest, dividends or rent
Income from own business or partnership
Other government pension or allowance
Other income

Response: Yes (or no response)

Notes: Asked of the older cohort in survey 4

Question: If you are retired, what are the
source of your retirement funding? If you are
not retired, or have never been in paid work,
what do you expect to be the sources for
funding your retirement?

Options:

Age Pension/Service Pension/Widow’s
Pension/War Widow’s Pension

Other government pension or allowance
Lump sum superannuation payout

A pension or annuity purchased with
superannuation or some other funds

Income from savings & investments (such as
shares & property)

Income from a business

Income or pension from your spouse/partner
Financial support from family

Other sources (please specify)

Don’t know

Response: Yes (or no response)

Notes: Asked of the mid age cohort in survey
4
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Table A11.3: Mapping of dementia-related data items in Australian dementia-relevant collections:

Impact of caring role (paid work)

NRCP

SDAC

Data item: Paid employment participation

Definition: A record of the person’s statement
concerning their current participation in the
paid workforce

Data domain:

Full-time

Part-time

Casual

Seasonal

Not in paid employment

Not stated/inadequately described

Data item: Whether worked just before
commencing caring for main recipient of care

Data domain:

Not applicable

Worked prior to caring role

Did not work prior to caring role

Primary carer permanently unable to work

Data item: Number of weekly hours primary
carer was employed before commencing care
for main recipient of care

Data domain:
Not applicable
(Continuous)

Did not have job prior to caring role

Data item: Main reason left work just before
commencing caring role

Data domain:

Not applicable

To commence care

To increase care

Retired

Became eligible for pension/benefit
Other

Data item: Effect on weekly hours worked in
all jobs by primary carer since commencing
caring role

Data domain:

Not applicable

Weekly hours worked are unchanged
Weekly hours worked are reduced

Weekly hours worked are increased

Data item: Main reason had to leave work to
care for main recipient of care

Data domain:
Not applicable
No alternative care arrangements available

Financial considerations/cost of alternative
care arrangements

Unable to change working arrangements
Emotional obligations

Preferred to care full-time

Other

Data item: Increase in weekly hours worked
since commencing caring role

Data domain: (Continuous)

Data item: Reduction in weekly hours worked
since commencing caring role

Data domain: (Continuous)

Data item: Whether primary carer needs time
off work at least once a week because of
caring for main recipient

Data domain:

Not applicable

Needs time off work at least once a week
Needs time off work but not once a week
Does not need time off work

Unemployed or not in the labour force,
excluding those permanently unable to work

Permanently unable to work

Data item: Whether would like to be
employed while caring for main recipient of
care

Data domain:

Not applicable

Would like to work full-time
Would like to work part-time

Would not like to work

Data item: Whether has ever had to leave
work for at least 3 months to care for main
recipient of care

Data domain:
Not applicable
Has had to leave work for at least 3 months

Has not had to leave work for at least 3
months

Data item: Main perceived barrier to re-
entering workforce while caring

Data domain:

Not applicable

No alternative care arrangements available
Disruption to main recipient of care
Difficulty in arranging working hours

Loss of skills from being out of workforce
Age

Other difficulty

No difficulties expected
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Table A11.3 (continued): Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (paid work)

ALSWH

Question: Which of the following
best describes your main current
employment status?

Options:
In full-time paid work
In part-time or casual paid work

Work without pay (e.g. in a family
business)

Home duties only—no paid work
Studying—no paid work
Unemployed—Ilooking for work
Unpaid voluntary work

Retired

_Upable to work due to sickness or
injury

Other (please specify)
Response: Yes (or no response)

Notes: Asked of the mid age
cohort in survey 1 (similar
questions asked of the younger
cohort in survey 1 & the mid age
cohort in survey 4)

Question: Do you normally do any
of the following kinds of paid work?

Options:

Paid shift work

Paid work at night

Paid work from home

Self employment

Paid work in more than one job

Casual paid work (work in a job
which doesn’t provide holiday pay
or sick leave)

Paid work involving none of the
above

| don’t do any paid work

Response: Yes (or no response)

Notes: Asked of the younger cohort

in survey 3 & mid age cohort in

survey 4 (similar questions asked of

the younger cohort in surveys 2 & 4
& mid age cohort in survey 3

Question: What is the main
reason you would like to do
fewer hours of paid work?

Response:

Child care

Other family reasons
Health reasons

Would like more time for
leisure/for myself/to do other
things

Notes: Asked of those in the
younger cohort in survey 2 that
would like to do less hours of
paid work

Question: At what age do you
expect to retire (completely) from
the paid workforce?

Response:

(Continuous)

Do not expect to ever retire
Don’t know

Notes: Asked of those in the mid
age cohort in survey 4 that were
not retired or were partially retired

Question: How many hours do
you normally spend in all your
paid jobs each week?

Response:

1-15 hours
16—24 hours
25-34 hours
35-40 hours
41-48 hours

49 hours or more

Notes: Asked of those in the
younger & mid age cohorts in
survey 1 that were in full-time,
part-time or casual paid work
(similar question asked of the mid
age cohort in survey 2)

Question: How secure or insecure
do you feel about your paid job or
jobs?

Response:

| worry all the time about losing my
job

Sometimes | worry about losing my
job

| rarely or never worry about losing
my job

Don’t know

Notes: Asked of those in the
younger cohort in surveys 3 & 4
that were in paid work

Question: What is the main
reason you do not do more
hours of paid work?

Response:

Can't find a suitable job (e.g.
with right hours/suits my
skills/nearby)

Child care
Other family reasons
Health reasons

My spouse/partner prefers |
don’t work (more)

Language difficulties

Notes: Asked of those in the
younger cohort in survey 2 that
would like to do more hours of
paid work

Question: If you had the choice,
at what age would you like to
retire (completely) from the paid
workforce?

Response:

(Continuous)

Do not want to ever retire
Don’'t know

Notes: Asked of those in the mid
age cohort in survey 4 that were
not retired or were partially retired

Questions:

Do you normally do paid shift
work?

Do you normally do paid work at
night?

Is your home your normal (paid
work) work-place?

Response: Yes, No

Notes: Asked of those in the
younger & mid age cohorts in
survey 1 that were in full-time,
part-time or casual paid work
(similar questions asked of the
mid age cohort in survey 2)

Question: Are you happy with the
number of hours of paid work you
do?

Response:
Yes, happy as is
No, would like to do more

No, would like to do less

Notes: Asked of the younger cohort

in surveys 2,3 & 4

Question: Do you consider
yourself to be completely retired
from the paid workforce, partly
retired or not retired at all?

Options:

| am not retired at all (currently
working or planning to return to
work)

| am partially retired (have cut
down on hours of work or
changed type of job as a way of
retiring gradually)

| am completely retired from
paid work (within the last 20
years)

| gave unpaid work over 20
years ago (& do not intend to
return to work)

| have never been in paid work

Response: Yes (or no
response)

Notes: Asked of the mid age
cohort in survey 4

Question: When did you retire
or give up work?

Response: (Continuous)

Notes: Asked of those in the
mid age cohort in survey 4 that
were retired or gave up work
within the last 20 years

Question: Indicate how important
each of the following might be in

your decision about when to retire
(completely) from the workforce...

Options:

Reaching the eligibility age for an
old age (or service) pension

The ability to access other
government pensions or benefits

The ability to access
superannuation funds

Being retrenched or made
redundant

The stresses & pressures of your
job

A declining interest in work
Financial security

The number of people for whom
you need to provide financial
support

When your partner retires

Your personal health or physical

abilities

The need to care for your spouse
or another family member

The desire for a different lifestyle
Response:

Not important

Of limited importance

Important

Very important

Don’t know

Notes: Asked of those in the mid
age cohort in survey 4 that were
not retired or were partially retired
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Table A11.4: Mapping of dementia-related data items in Australian dementia-relevant collections:
Impact of caring role (other)

SDAC

ALSWH

Data item: Why primary carer
took on the caring role (multiple
response)

Data domain:
Not applicable

Could provide better care than
someone else

Family responsibility

No other family or friends
available

No other family or friends willing
Emotional obligation
Alternative care too costly

No other care arrangements
available

Had no other choice
Other reason
Not stated

Question: Are you happy with
your share of the following tasks
& activities?

Options:

Domestic work (shopping,
cooking, cleaning etc.)

Child care

Caring for another adult (who is
elderly/disabled/sick)

Other household work
(gardening, home/car
maintenance)

Response:
Happy the way it is

Would like other family members
to do more

Would prefer another
arrangement

Not applicable (don’t do this)

Notes: Asked of the younger &
mid age cohorts in survey 1
(similar questions asked of the
younger cohort in surveys 3 & 4,
mid age cohort in survey 4 &
older cohort in survey 1)

Question: Which of the following
events have you experienced?

Options include:

Major decline in health of spouse
or partner

Major decline in health of other
close family member or friend

Decreased income
Response:

In the last 12 months
1-2 years ago

More than 2 years ago
(Or no response)

Notes: Asked of the mid age
cohort in survey 2 (similar
questions asked of the mid age
cohort in surveys 1, 3 & 4 & the
older cohort in survey 1)

Questions:

How often do you feel
rushed/pressured/too busy?

How often do you feel you have
time on your hands that you don’t
know what to do with?

Response:

Every day

A few times a week

About once a week

About once a month
Never

Notes: Asked of the younger
cohort in survey 1 & the mid age
& older cohorts in surveys 1 & 2
(similar questions asked of
younger cohort in surveys 2, 3 &
4 & the mid age cohort in surveys
3&4)

Question: This question is about
events you may have
experienced in the last 3 years

Options include:

Major decline in health of spouse
or partner

Major decline in health of other
close family member or friend

Decreased income

Spouse/partner moving into
hostel/institution (institutionalised
care)

Response: Yes (or no response)

Notes: Asked of the older cohort
in surveys 2,3 & 4

Question: Compared to 5 years
ago, do you now feel...

Response:

More rushed/pressured/busy
About the same

Less rushed/pressured/busy

Notes: Asked of the mid age &
older cohorts in survey 1

Question: How happy are you
with the amount of time you
spend in the following aspects of
your life?

Options:
In paid work

In active leisure (e.g. sport, art,
drama, music)

In passive leisure (e.g. reading,
TV, writing letters)

Studying

Doing voluntary work

In religious activities
Sleeping

Alone

Response:

Happy the way it is

Would like to do more
Would like to do less

Not applicable (don’t do this)

Notes: Asked of the younger, mid
age & older cohorts in survey 1

Question: In the last week, how
much time in total did you spend
doing the following things?

Options:

Full-time paid work

Permanent part-time paid work
Casual paid work

Home duties (own/family home)

Work without pay (e.g. family
business)

Looking for work
Unpaid voluntary work

Active leisure (e.g. walking,
exercise, sport)

Passive leisure (e.g. TV, listening
to music, reading, relaxing)

Studying
Socialising

Using a computer (for work, study
or hobbies)

Response:

| don’t do this activity
1-15 hours

16—24 hours

25-34 hours

35-40 hours

41-48 hours

49 hours or more

Notes: Asked of the mid age
cohort in survey 3 (similar
questions asked of younger
cohort in surveys 2, 3 & 4 & the
mid age cohort in survey 4)

Question: In general, are you
satisfied with what you have
achieved in your life so far in the
areas of...

Options:
Work/career/study
Family relationships

Partner/closest personal
relationship

Friendships
Social activities
Response:
Very satisfied
Satisfied
Dissatisfied
Very dissatisfied

Notes: Asked of younger, mid
age & older cohorts in the first
survey (similar questions asked of
the younger & mid age cohorts in
surveys 2, 3 & 4)
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Table A11.5: Mapping of dementia-related data items in Australian dementia-relevant collections:
Impact of caring role (social support and relationships)

SDAC

ALSWH

Data item: Main effect of caring role on
primary carer’s relationship with main recipient
of care

Data domain:

Not applicable
Relationship unaffected
Brought closer together
Relationship strained
Not stated

Data item: Main effect of caring role on
primary carer’s relationship with other co-
resident family members

Data domain:

Not applicable

Relationships unaffected

Brought closer together

Less time to spend with them
Relationships strained

Relationships affected in another way
Has no other co-resident family members
Not stated

Question: Does it seem that your family &
friends (i.e. people who are important to
you) understand you?

Response:
Hardly ever
Some of the time
Most of the time

Notes: Asked of the younger & mid age
cohorts in survey 1 & the older cohort in
surveys 1 & 2

Question: Can you talk about your deepest
problems with at least some of your family &
friends?

Response:
Hardly ever
Some of the time
Most of the time

Notes: Asked of the younger & mid age
cohorts in survey 1 & the older cohort in
surveys 1,2 &3

Data item: Main effect of caring role on
primary carer’s relationship with spouse or
partner

Data domain:

Not applicable
Relationship unaffected
Brought closer together
Lack time alone together
Relationship strained
Has no spouse or partner
Not stated

Question: Other than members of your
family, how many persons in your local area
do you feel you can depend on or feel very
close to?

Response:

None

1-2 people

More than 2 people

Notes: Asked of the younger, mid age &
older cohorts in survey 1 (similar question
asked of the older cohort in surveys 2, 3 &
4)

Data item: Main effect of caring role on the
primary carer’s friendships

Data domain:

Not applicable

Friendships unaffected

Circle of friends has increased

Circle of friends has changed

Lost or losing touch with existing friends
Not stated

Data item: Whether primary carer able to use
public transport when accompanied by main
recipient of care

Data domain:

Not applicable

Not able to use public transport

Able to use with difficulty

Able to use without difficulty

Able to use but difficulty not stated

Does not need or want to use public transport
Not stated

Questions:
Do people help you to do odd jobs?

Do people lend you small things (e.g. sugar,
screwdriver etc.)?

Do people lend you small amounts of
money?

Do people give you information or advice?

Do people help you if you call upon them to
do so unexpectedly?

Do people lend you valuable things?

Do people help you, for example, when you
are sick, when you have transport problems
or when you need them to accompany you
somewhere?

Response: Yes, No, | don’'t need help with
this

Notes: Asked of the older cohort in survey
2 (similar question asked of the older cohort
in survey 3)

Question: How often is each of the following
kind of support available to you if you need it?

Options:
Someone to help you if you are confined to bed

Someone you can count on to listen to you when
you need to talk

Someone to give you good advice about a crisis
Someone to take you to the doctor if you need it
Someone who shows you love & affection
Someone to have a good time with

Someone to give you information to help you
understand a situation

Someone to confide in or talk to about yourself
or your problems

Someone who hugs you
Someone to get together with for relaxation

Someone to prepare your meals if you are
unable to do it yourself

Someone whose advice you really want

Someone to do things with to help you get your
mind off things

Someone to help with daily chores if you are sick

Someone to share your most private worries &
fears with

Someone to turn to for suggestions about how to
deal with a personal problem

Someone to do something enjoyable with
Someone who understands your problems
Someone to love & make you feel wanted
Response:

None of the time

A little of the time

Some of the time

Most of the time

Al of the time

Notes: Asked of the younger cohort in survey 4
& the mid age cohort in surveys 2 & 4 (shorter
question asked of the younger cohort in surveys
2 & 3 & the mid age cohort in survey 3)
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Table A11.6: Mapping of dementia-related data items in Australian dementia-relevant collections:
Impact of caring role (respite care)

NRCP

SDAC

Data items about respite
services booked, respite
services purchased,
respite hours purchased
& cost of respite services
purchased for:

Commonwealth
approved aged care
homes residential respite
services

State/territory funded
disability care homes
residential respite
services

Community residential
respite services

Other residential respite
services

Community respite
services

In-home respite services

Individualised respite
services

Indirect respite services

Data item: Primary carer use of respite
care

Data domain:
Not applicable
Used respite care in the last 3 months

Used respite care but not in the last 3
months

Never used respite care

Data item: Whether primary carer used
other respite service in the last 3 months

Data domain:
Not applicable

Used respite service other than day-care
centre, in-home or residential in the last 3
months

Has not used respite service other than

Data item: Type of respite care used in
last 3 months (multiple response)

Data domain:

Used a day-care centre in the last 3
months

Used in-home respite in the last 3
months

Used residential respite in the last 3
months

Used respite service other than day-
care centre, in-home or residential in
the last 3 months

Has used respite care but not in the last
3 months

Has never used respite care
Not applicable

day-care centre, in-home or residential in
the last 3 months

Used respite care, but not in the last 3
months

Has never used respite care

Data item: Primary carer need & receipt
of respite care for main recipient of care

Data domain:
Not applicable

Received respite care in last 3 months &
does not need it further

Received respite care in last 3 months but
needs it further

Did not receive respite care in last 3
months & does not need it

Did not receive respite care in last 3

Data item: Whether primary carer used
a day-care centre in the last 3 months

Data domain:
Not applicable

Used a day-care centre in the last 3
months

Has used respite care in the last 3
months but not a day-care centre

Has used respite care but not in the last
3 months

Has never used respite care

months but needs it

Has never received respite care & does
not need or want it

Has never received respite care but
needs it

Data item: Whether primary
carer has unmet need for
respite care on weekdays
(at least once a month)

Data domain:
Not applicable

Needs respite care on
weekdays at least once a
month

Needs respite care on
weekdays less than once a
month

Needs respite care but not
on weekdays

Does not need or want
respite care

Data item: Main reason primary carer did
not use respite care in the last 3 months

Data domain:

Not applicable

Does not need it
Not available in area

Data item: Whether primary carer used
in-home respite in the last 3 months

Data domain:
Not applicable

Used in-home respite in the last 3
months

Has used respite care in the last 3
months but not in-home respite

Has used respite care but not in the last
3 months

Has never used respite care

Available respite not suited to needs
No affordable respite available

Main recipient of care does not want it
Carer prefers not to use it

Other reason

Used respite in the last 3 months

Has never used respite care

Data item: Whether primary
carer has unmet need for
respite care on weekends
(at least once a month)

Data domain:
Not applicable

Needs respite care on
weekends at least once a
month

Needs respite care on
weekends less than once a
month

Needs respite care but not
on weekends

Does not need or want
respite care

Data item: Main reason primary carer has
never used respite care

Data domain:

Data item: Whether primary carer used
residential respite care in the last 3
months

Data domain:
Not applicable

Used residential respite in the last 3
months

Has used respite care in the last 3
months but not residential respite

Has used respite care but not in the last
3 months

Has never used respite care

Not applicable
Does not need service

Respite care services not available in
area

Available services not suited to needs
No affordable services available
Recipient does not want service
Carer does not want service

Other reason

Has used respite care

Data item: Whether primary
carer has unmet need for
respite care on weeknights
(at least once a month)

Data domain:
Not applicable

Needs respite care on
weeknights at least once a
month

Needs respite care on
weeknights less than once a
month

Needs respite care but not
on weeknights

Does not need or want
respite care

Data item: Whether primary
carer has unmet need for
respite care on short notice
or on an irregular basis

Data domain:
Not applicable

Needs respite care at short
notice or on irregular basis

Needs respite care but not
at short notice or on
irregular basis

Does not need or want
respite care
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Table A11.7: Mapping of dementia-related data items in Australian dementia-relevant collections:

Impact of caring role (assistance provided)

SDAC

Data item: Whether primary carer usually accompanies main recipient
of care when going out

Data domain:

Not applicable

Usually has to accompany main recipient

Does not usually have to accompany main recipient

Main recipient does not leave home

Data item: Whether primary carer usually assists main recipient of
care...

Data sub-item: To make or maintain relationships; Coping with feelings
or emotions; Decision making or problem solving; Financial
management; Footcare; Gardening; Health care other than footcare;
Heavy housework; Home maintenance; Laundry; Letter writing; Light
housework; Manipulating limbs or exercising; Meal preparation;
Manage behaviour

Data domain:

Not applicable

Usually assists with...

Does not usually assist with...
Not stated

Data item: Whether carer provides assistance with...

Data sub-items: Cognitive & emotional needs; Communication; Health
care; Home maintenance or gardening tasks; Household tasks; Meal
preparation; Mobility; Private transport; Reading & writing; Self-care

Data domain:
Not applicable
Usually assists with...

Does not assist with...

Not stated

Data item: Whether primary carer usually assists or supervises main
recipient of care in using public transport

Data domain:
Not applicable
Usually supervises or assists with using public transport

Does not usually supervise or assist with using public transport

Main recipient of care does not use public transport

Data item: Whether primary carer usually drives main recipient of care
in private transport

Data domain:
Not applicable
Usually has to drive main recipient of care

Does not usually have to drive main recipient of care

Main recipient of care does not leave home

Data item: Whether possible primary carer usually assists main
recipient of care with...

Data sub-items: Communication tasks; Mobility tasks; Self-care tasks;
Communication with strangers; Getting in & out of bed or chair; Bathing
or showering; Cognitive or emotional tasks; Communication tasks;
Dressing; Eating or feeding; Health care tasks; Household tasks;
Managing incontinence; Mobility tasks; Moving about the house;
Moving around away from home; Paperwork tasks; Property
maintenance tasks; Self care tasks; Toileting; Transport tasks;
Communication with family & friends

Data domain:
Not applicable

Usually assists with...

Does not usually assist with...
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Table A12.1: Collection matrix for challenging behaviour and frequency of occurrence

Behaviour

Frequency of occurrence

Never

Less than
once a
week, but
still
occurring

Once or
twice a
week

Several

times a

week Once or
(three or | twice a
more) day

Several
times a
day
(three or
more)

Several
times
an hour
(two or
more)

Not
applicable

Cursing or verbal
aggression

Hitting

Grabbing

Tearing things

Pushing

Biting

Spitting

Physical sexual advances

Pacing

Inappropriate
robing/disrobing

Performing repetitive
mannerisms

Trying to get to a different
place

Handling things
inappropriately

Throwing things

General restlessness

Constant requests for
attention

Repetitious
sentences/questions

Complaining

Negativism

Making strange noises

Screaming

Verbal sexual advances

Hiding things

Hoarding things

Other
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Table A12.2: Coexisting health conditions

Certain infectious and parasitic diseases
Tuberculosis
HIV/acquired immunodeficiency syndrome (AIDS)

Other infections and parasitic diseases

Neoplasms
Colon cancer
Lung cancer

Skin cancer
Breast cancer
Prostate cancer
Brain cancer
Hodgkin’s disease
Lymphoma
Leukaemia

Other malignant tumour

Other neoplasms

Diseases of the blood and blood-forming organs and certain disorders involving the immune system
Anaemia

Haemophilia

Immunodeficiency disorder (except AIDS)

Other diseases of the blood and blood-forming organs and certain disorders involving the immune system

Endocrine, nutritional and metabolic disorders
Disorders of the thyroid gland

Diabetes

Obesity

High cholesterol

Other endocrine, nutritional and metabolic disorders

Mental and behavioural disorders

Psychoses and depression/mood affective disorders

Schizophrenia

Depression/mood affective disorders (excluding postnatal depression)
Other psychoses

Neurotic, stress-related and somatoform disorders

Phobic and anxiety disorders

Nervous tension/stress

Obsessive-compulsive disorder

Other neurotic, stress-related and somatoform disorders

Intellectual and developmental disorders

Down’s syndrome

Intellectual disability

Autism and related disorders (including Rett's syndrome and Asperger’s syndrome)

Other developmental disorders
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Table A12.2 (continued): Coexisting health conditions

Mental and behavioural disorders (continued)

Other mental and behavioural disorders

Mental disorders due to alcohol and other psychoactive substance use
Eating disorders

Adult personality and behavioural disorders

Attention deficit disorder/hyperactivity

Speech impediment

Diseases of the nervous system
Meningitis and encephalitis (excluding ‘viral’)
Huntington’s disease

Motor neurone disease
Parkinson’s disease

Brain disease/disorders—acquired
Multiple sclerosis

Epilepsy

Migraine

Muscular dystrophy

Cerebral palsy

Paralysis

Chronic/postviral fatigue syndrome

Other diseases of the nervous system (including transient cerebral ischaemic attacks)

Diseases of the eye and adnexa
Corneal disorders/defects

Cataracts

Retinal disorders/defects

Glaucoma

Refraction and accommodation disorders
Visual disturbances

Sight loss

Other diseases of the eye and adnexa

Diseases of the ear and mastoid process

Diseases of external ear

Diseases of middle ear and mastoid

Diseases of inner ear (except noise-induced deafness)
Tinnitus

Deafness/hearing loss

Other diseases of the ear and mastoid process
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Table A12.2 (continued): Coexisting health conditions

Diseases of the circulatory system
Heart disease

Rheumatic fever/chorea with heart disease
Rheumatic heart disease

Angina

Myocardial infarction (heart attack)

Other heart diseases

Diseases of the circulatory system
Rheumatic fever/chorea without heart disease
Hypertension (high blood pressure)

Stroke

Arterial or aortic aneurysm

Hypotension (low blood pressure)
Peripheral vascular disease

Other diseases of the circulatory system

Diseases of the respiratory system

Influenza and pneumonia
Bronchitis/bronchiolitis

Respiratory allergies (excluding allergic asthma)
Emphysema

Asthma

Asbestosis

Other diseases of the respiratory system

Diseases of the digestive system
Dental caries/gum disease
Stomach/duodenal ulcer

Abdominal hernia (except congenital)
Enteritis and colitis

Other diseases of the intestine
Diseases of the peritoneum
Diseases of the liver

Other diseases of the digestive system

Diseases of the skin and subcutaneous tissue
Skin and subcutaneous tissue infections
Skin allergies (dermatitis and eczema)

Other diseases of the skin and subcutaneous tissue

Diseases of the musculoskeletal system and connective tissue
Arthritis and related disorders
Deformities of joints/limbs—acquired

Osteoporosis

Other acquired deformities of the musculoskeletal system and connective tissue

Other disorders of the musculoskeletal system and connective tissue
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Table A12.2 (continued): Coexisting health conditions

Diseases of the genitourinary system

Kidney and urinary system (bladder) disorders (except incontinence)
Renal failure

Stress/urinary incontinence

Prostate disorders

Breast disorders

Menopause disorders

Other diseases of the genitourinary system

Certain conditions originating in the perinatal period

Congenital malformations, deformations and chromosomal abnormalities
Spina bifida

Deformities of joints/limbs—congenital

Other chromosomal abnormalities

Congenital brain damage/malformation

Other congenital malformations and deformations

Symptoms, signs and abnormal clinical and laboratory findings not otherwise specified
Breathing difficulties/shortness of breath

Bowel/faecal incontinence

Headaches

Pain not further defined

Unspecified speech difficulties

Malaise and fatigue

Blackouts, fainting, convulsions not elsewhere classified

Incontinence not further defined

Insomnia not further defined

Other symptoms and signs not elsewhere classified

Injury, poisoning and certain other consequences of external causes

Head injury/acquired brain damage

Arm/hand/shoulder damage from injury/accident

Amputation of the finger/thumb/hand/arm

Leg/knee/foot/hip damage from injury/accident

Amputation of toe/foot/leg

Poisoning/toxic side effects

Allergies—food

Complications/consequences of surgery and medical care not elsewhere classified

Other injury, poisoning and consequences of external causes

293




References

ABS (Australian Bureau of Statistics) 1983. Australian health survey: health related actions
taken by Australians. cat. no. 4358.0. Canberra: ABS.

ABS 1997. National health survey: summary of results. Cat. no. 4364.0. Canberra: ABS.
ABS 2000. Disability, ageing and carers: disability and long-term health conditions, 1998.
ABS cat. no. 4433.0. Canberra: ABS.

ABS 2002. National health survey: summary of results, 2001. ABS cat. no. 4364.0. Canberra:
ABS.

ABS 2003. Australian demographic statistics. ABS cat. no. 3101.0. Canberra: ABS.

ABS 2004. Disability, ageing and carers: summary of findings, 2003. ABS cat. no. 4430.0.
Canberra: ABS.

Access Economics 2005. Dementia estimates and projections: Australian states and
territories. Canberra: Alzheimer’s Australia.

Aguero-Torres H, Fratiglioni L, Guo Z, Viitanen M & Winblad B 1999. Mortality from
dementia in advanced age: a 5-year follow-up study of incident dementia cases. Journal of
Clinical Epidemiology 52(8):737-43.

AIHW (Australian Institute of Health and Welfare) 2002a. Aged Care Assessment Program
data dictionary version 1.0. AIHW cat. no. AGE 26. Canberra: AIHW.

AIHW 2002b. Data sources available for analysis of the management and treatment of
incontinence. Unpublished report prepared for the Department of Health and Ageing.
AIHW 2003a. Aged care innovative pool dementia and disability pilot services evaluation.
Report on the scope of a national evaluation framework. AIHW cat. no. WP-41. Canberra:
AIHW.

AIHW 2003b. Australia’s welfare 2003. Canberra: AIHW.

AIHW 2003c. ICF Australian user guide version 1.0. Disability Series. AIHW cat. no. DIS 33.
Canberra: AIHW.

AIHW 2004a. Carers in Australia: assisting frail older people and people with a disability.
Aged Care Series. AIHW cat no. AGE 41. Canberra: AIHW.

AIHW 2004b. Community Aged Care Packages census. Aged Care Statistics Series no. 17.
Cat. no. AGE 35. Canberra: AIHW.

AIHW 2004c. The comparability of dependency information across three aged and
community care programs. AIHW cat. no. AGE 36. Canberra: AIHW.

AIHW 2004d. Disability and its relationship to health conditions and other factors. Disability
Series. AIHW cat. no. DIS 37. Canberra: AIHW.

AIHW 2004e. Extended Aged Care at Home census 2002: a report on the results of the census
conducted in May 2002. Aged Care Statistics Series no. 15. Cat. no. AGE 33. Canberra:
AIHW.

AIHW 2004f. The impact of dementia on the health and aged care systems. Cat. no. AGE 37.
Canberra: AIHW.

AIHW 2004g. National community services data dictionary version 3. AIHW cat. no. HWI
65. Canberra: AIHW.

AIHW 2004h. Residential aged care in Australia 2002-03: a statistical overview. Aged Care
Statistics Series no. 18. AIHW cat. no. AGE 38. Canberra: AIHW.

294



AIHW 2005a. Australian hospital statistics 2003-04. Canberra: ATHW.
AIHW 2005b. Australia’s welfare 2005. AIHW cat. no. AUS 65. Canberra: AIHW.

AIHW 2005c. Community Aged Care Packages in Australia 2003-04: a statistical overview.
AIHW cat. no. AGE 44. Canberra: AIHW.

AIHW 2005d. Health system expenditure on disease and injury in Australia, 2000-01. Second
edition. Health and Welfare Expenditure Series no. 21. AIHW cat. no. HWE 28. Canberra:
AIHW.

AIHW 2006a. Australian incontinence data analysis and development. AIHW cat. no. DIS 44.
Canberra: AIHW.

AIHW 2006b. National housing assistance data dictionary version 3. Housing Assistance
Data Development Series. AIHW cat. no. HOU 147. Canberra: AIHW.

AIHW unpublished. Developing data for the Community Aged Care Package (CACP)
program. Final report, incorporating the CACP data dictionary, version 1.0.

AIHW: GPSCU (General Practice Statistics and Classification Unit) 2002. SAND abstract no.
28 from the BEACH program: Alzheimer’s disease and dementia. GPSCU: University of
Sydney. Viewed 4 November 2005, <http:/ /www .fmrc.org.au/Beach/Abstracts/28-
Alzheimers.pdf>.

AIHW: GPSCU 2005. Bettering the Evaluation and Care of Health. Viewed 4 November 2005,
<http:/ /www.fmrc.org.au/beach.htm>.

AIHW: Hales C, Ross L & Ryan C 2006. National evaluation of the Aged Care Innovative
Pool Dementia Pilot: final report. Aged Care Series no. 10. AIHW cat. no. AGE 48. Canberra:
AIHW.

AIHW: Karmel R 2005. Transitions between aged care services. Data Linkage Series no. 2.
AIHW cat. no. CSI 2. Canberra: AIHW.

AIHW: Logie H, Hogan R & Peut A 2004. Longitudinal studies of ageing: implications for
future studies. AIHW cat. no. AGE 42. Canberra: AIHW.

AIHW: Mathers C, Vos T & Stevenson C 1999. The burden of disease and injury in Australia.
AIHW cat. no. PHE 17. Canberra: AIHW.

AIHW: Rowland F & Karmel R 2004. Diversity among older Australians in capital cities
1996-2011. Bulletin issue 18. Canberra: AIHW.

AIHW: Wen X & Fortune N 1999. The definition and prevalence of physical disability in
Australia. AIHW cat. no. DIS 13. Canberra: AIHW.

Alzheimer’s Association USA 2006. Fact sheet about FDA-approved cholinesterase
inhibitors. Viewed April 2006,

<www.alz.org/Resources/ TopicIndex/ cholinesteraseinhibitors>.

Alzheimer’s Australia 2003. DESP database data dictionary version 2.2.

Alzheimer’s Australia 2004. Update sheet: subsidies for Aricept, Exelon and Remilyn: what
are the conditions? Viewed 3 April 2006,

<http:/ /www.alzheimers.org.au/upload/ Update %20Sheet %20-

%20Subsidies %20for %20Aricept%20Exelon %20and %20Reminyl.pdf>.

Alzheimer’s Australia 2005a. Consumer medication survey. Canberra: Alzheimer’s Australia.

Alzheimer’s Australia 2005b. What is dementia? About dementia. Viewed 1 June 2005,
<http:/ /www.alzheimers.org.au/upload/ad01.qxp.pdf>.

American Psychiatric Association 1986. Diagnostic and statistical manual of mental
disorders, third edition, revision. Washington DC: American Psychiatric Association.

American Psychiatric Association 1994. Diagnostic and statistical manual of mental
disorders, fourth edition. Washington DC: American Psychiatric Association.

295



American Psychiatric Association 2000. Diagnostic and statistical manual of mental
disorders, fourth edition, text revision. Washington DC: American Psychiatric Association.
Andersen R 1995. Revisiting the behavioral model and access to medical care: does it matter?
Journal of Health and Social Behavior 36(1):1-10.

Andersen RM & Newman JF 1973. Societal and individual determinants of medical care
utilization in the United States. Milbank Quarterly 51(1):95-124.

Anderson R 1987. The unremitting burden on carers. British Medical Journal 294:73-4.
Asgharian M, Wolfson DB & Zhang X 2005. Checking stationarity of the incidence rate using
prevalent cohort survival data. Statistics in Medicine 25(10):1751-67.

Barendregt JJM & Bonneux LGA 1998. Degenerative disease in an aging population. Models
and conjecture. Public Health, Erasmus University, Enschede. PhD thesis.

Baumgarten M, Becker R & Gauthier S 1990. Validity and reliability of the dementia
behaviour disturbance scale. Journal of the American Geriatrics Society 38:221-6.

Begg S, Vos T, Barker B, Stevenson C, Stanley L & Lopez A 2007 (in press). The burden of
disease and injury in Australia, 2003. Canberra: AIHW.

Bennett HP, Piguet O, Grayson DA, Creasey H, Waite LM, Broe GA, et al. 2003. A 6-year
study of cognition and spatial function in the demented and non-demented elderly: the
Sydney Older Persons Study. Dementia and Geriatric Cognitive Disorders 16:181-6.

Bindoff HP, Clifford CA & Young JL 1997. Caregivers of family members with dementia and
disability: a comparative study of wellbeing. Journal of Family Studies 3(2):183-95.

Bird M 2003. Psychogeriatric care. Presentation to the Department of Health and Ageing.
Bird M, Llewellyn-Jones R, Smithers H & Korten A 2002. Psychosocial approaches to
challenging behaviour in dementia: a controlled trial. Canberra: DoHA (Office for Older
Australians).

Black K, LoGiudice D, Ames D, Barber B & Smith R 2001. Diagnosing dementia: a reference
paper. Canberra: Alzheimer’s Australia.

Blackford R & LaRue A 1989. Criteria for diagnosing age associated memory impairment:
proposed improvements from the field. Developmental Neuropsychology 5:295-306.

Bond ] 1999. Quality of life for people with dementia: approaches to the challenge of
measurement. Ageing and Society 19:561-79.

Borson S, Scanlon J, Brush M, Vitaliano P & Dokmak A 2000. The mini-cog: a cognitive “vital
signs’ measure for dementia screening in multi-lingual elderly. International Journal of
Geriatric Psychiatry 15(11):1021-7.

Boustani M, Peterson B, Harris R, Lux L, Krasnov C, Sutton S, et al. 2003. Screening for
dementia. Systematic evidence review no. 20. Rockville MD: Agency for Healthcare Research
and Quality.

Bridges-Webb C & Wolk J 2003. Care of patients with dementia in general practice:
guidelines. Sydney: New South Wales Department of Health. Viewed April 2006,

<http:/ /www.racgp.org.au/downloads/pdf/GP_Dementia_guidelines.pdf>.

Britt H 1997. A new coding tool for computerised clinical systems in primary care —ICPC
plus. Australian Family Physician 26(supplement 2):579-582.

Britt H, Miller GC, Knox S, Charles J, Valenti L, Pan Y, et al. 2004. General practice activity in
Australia 2003-04. AIHW cat. no. GEP 16. Canberra: AIHW.

Brodaty H, Ames D, Boundy K, et al. 2002. Pharmacological treatment of cognitive deficits in
Alzheimer’s disease. Medical Journal of Australia 175:324-9.

Brodaty H, Draper BM & Low L-F 2003. Behavioural and psychological symptoms of
dementia: a seven-tiered model of service delivery. Medical Journal of Australia 178:231-4.

296



Brodaty H & Gresham M 1989. Effect of a training programme to reduce stress in carers of
patients with dementia. British Medical Journal 299:1375-9.

Brodaty H, Gresham M & Luscombe G 1997. The Prince Henry Hospital dementia
caregivers’ training programme. International Journal of Geriatric Psychiatry 12:183-92.

Brodaty H, Griffin D & Hadzi-Pavlovic D 1990. A survey of dementia carers: doctors’
communications, problem behaviours and institutional care. Australian and New Zealand
Journal of Psychiatry 24:362-70.

Brodaty H & Hadzi-Pavlovic D 1990. Psychosocial effects on carers of living with persons
with dementia. Australian and New Zealand Journal of Psychiatry 24:351-61.

Brodaty H, Howarth GC, Mant A & Kurle SE 1994. General practice and dementia. A
national survey of Australian GPs. Medical Journal of Australia 160:10-14.

Brodaty H, Low L-F, Gibson L & Burns K 2006. What is the best dementia screening
instrument for general practitioners to use? American Journal of Geriatric Psychiatry
14(5):391-400.

Brodaty H & Peters KE 1991. Cost effectiveness of a training program for dementia carers.
International Psychogeriatrics 3(1):11-22.

Brodaty H, Thomson C, Thompson C & Fine M 2005. Why caregivers of people with
dementia and memory loss don’t use services. International Journal of Geriatric Psychiatry
20:537-46.

Bruce DG, Paley A, Underwood PJ, Roberts D & Steed D 2002. Communication problems
between dementia carers and general practitioners: effect on access to community support
services. Medicine and the Community 177:1186-8.

Bruce DG, Paley GA, Nichols P, Roberts D, Underwood PJ & Schaper F 2005. Physical
disability contributes to caregiver stress in dementia caregivers. Journal of Gerontology:
Medical Sciences 60A (3):345-9.

Bruce DG & Paterson A 2000. Barriers to community support for the dementia carer: a
qualitative study. International Journal of Geriatric Psychiatry 15:451-7.

Buono MD, Busato R, Mazzetto M, Paccagnella B, Aleotti F, Zanetti O, et al. 1999.
Community care for patients with Alzheimer’s disease and non-demented elderly people:
use and satisfaction with services and unmet needs in family caregivers. International
Journal of Geriatric Psychiatry 14:915-24.

Burns A & Zaudig M 2002. Mild cognitive impairment in older people. The Lancet
360(9349):1963-5.

Cahill S & Shapiro M 1993. ‘I think he might have hit me once’: aggression towards
caregivers in dementia care. Australian Journal on Ageing 12(4):10-15.

Caldwell T & Bird M 2004. The evaluation of Alzheimer’s Australia national dementia
behaviour advisory service help-line. Queanbeyan: Southern Area Mental Health Service.
Carswell A & Spiegel R 1999. Functional assessment. In: Wilcock G, Bucks R & Rockwood K
(eds). Diagnosis and management of dementia: a manual for memory disorders teams. New
York: Oxford University Press, 158-78.

Centrelink 2006a. Individuals: how much Carer Allowance (adult) do I get? Canberra:
Centrelink. Viewed 31 August 2006,

<http:/ /www.centrelink.gov.au/internet/internet.nsf/ payments/pay_how_caadult.htm>.
Centrelink 2006b. Individuals: how much Carer Payment (adult) do I get? Canberra:
Centrelink. Viewed 31 August 2006,

<http:/ /www.centrelink.gov.au/internet/internet.nsf/ payments/pay_how_carer.htm>.

297



Chong MS & Sahadevan S 2005. Preclinical Alzheimer’s disease: diagnosis and prediction of
progression. Lancet Neurology 4:576-9.

Chui E 2005. Limitations in the current classification systems for dementia. International
Psychogeriatrics 17(supplement):S17-S26.

Clipp EC & George LK 1993. Dementia and cancer: a comparison of spouse caregivers.
Gerontologist 33:534-41.

Connell CM, Janevic MR & Gallant MP 2001. The costs of caring: impact of dementia on
family caregivers. Journal of Geriatric Psychiatry and Neurology 14:179-87.

Crook T, Barrtus RT, Ferris SH, Whitehouse P, Cohen GD & Gershon S 1986. Age associated
memory impairment: proposed diagnostic criteria and measures of clinical change: report of
a National Institute of Mental Health work group. Developmental Neuropsychology 2:261-
76.

Cuthbertson S, Lindsay-Smith E & Rosewarne RC 1998. Review of the Resident Classification
Scale. Aged and community care service development and evaluation reports no. 36.
Canberra: Department of Health and Family Services.

Department of Health, Housing and Community Services 1992. Putting the pieces together: a
national action plan for dementia care. Canberra: Australian Government Publishing Service.
Dewey ME & Saz P 2001. Dementia, cognitive impairment and mortality in persons aged 65
and over living in the community: a systematic review of the literature. International Journal
of Geriatric Psychiatry 16(8):751-61.

DoHA (Department of Health and Ageing) 2002a. Aged Care Assessment Program:
operational guidelines. Canberra: DoHA.

DoHA (ed.) 2002b. The carer experience. An essential guide for carers of people with
dementia. 2nd edn. Canberra: Commonwealth of Australia.

DoHA 2004a. Home and Community Care Program minimum data set 2003-2004 annual
bulletin. Canberra: DoHA.

DoHA 2004b. Medicare Benefits Schedule. Viewed 3 November 2005,

<http:/ /www?7.health.gov.au/pubs/mbs/mbsnov04/>.

DoHA 2005a. Aged care approvals round: essential guide. Canberra: DoHA. Viewed 4
October 2006,

<http:/ /www health.gov.au/internet/ wcms/ publishing.nsf/content/ B21E10557A220103C
A25700E0008DA2F / $File/eg2005.pdf>.

DoHA 2005b. Resident Classification Scale (RCS) review. Viewed 4 November 2005,

<http:/ /www health.gov.au/internet/ wcms/ publishing.nsf/content/ageing-rcspage-rcs-
rcsreview.htm>.

DoHA 2005c. The residential care manual. Canberra: DoHA. Viewed 4 October 2006,
<http:/ /www.health.gov.au/internet/ wcms/ publishing.nsf/content/ 1CC3ACD213466762
CA256F19000FC9A5/ $File/rcmfull.pdf>.

DoHA 2006. Schedule of Pharmaceutical Benefits from 1 April 2006. Canberra: DoHA.
Viewed 3 April 2006, <http:/ /www9.health.gov.au/pbs/scripts/search.cfm>.

Downs MG 1996. The role of general practice and the primary care team in dementia
diagnosis and management. International Journal of Geriatric Psychiatry 11(11):937-42.
Draper B 2004. Dealing with dementia: a guide to Alzheimer’s disease and other dementias.
Crows Nest, NSW: Allen & Unwin.

Duncan MT & Morgan DL 1994. Sharing the caring: family caregivers’ views of their
relationships with nursing home staff. The Gerontologist 34(2):235-44.

298



Erkinjuntti T, Ostbye T, Steenhuis R & Hachinski V 1997. The effect of different diagnostic
criteria on the prevalence of dementia. New England Journal of Medicine 337(23):1667-74.
Feldman HH & Jacova C 2005. Mild cognitive impairment. American Journal of Geriatric
Psychiatry 13(8):645-55.

Ferri CP, Prince M, Brayne C, Brodaty H, Fratiglioni L, Ganguli M, et al. 2005. Global
prevalence of dementia: a Delphi consensus study. The Lancet 366:2112-17.

First MB, Frances A & Pincus HA 1995. DSM-IV handbook of differential diagnosis. 1st edn.
Washington DC: American Psychiatric Press Inc.

Flicker C, Ferris SH & Reisberg B 1991. Mild cognitive impairment in the elderly: predictors
of dementia. Neurology 41:1006-9.

Flicker L, LoGiudice D, Carlin JB & Ames D 1997. The predictive value of dementia
screening instruments in clinical populations. International Journal of Geriatric Psychiatry
12(2):203-9.

Folstein M, Folstein S & McHugh PR 1975. Mini-Mental State: a practical method for grading
the cognitive state of patients for the clinician. Journal of Psychiatric Research 12:189-98.
Fratiglioni L, De Ronchi D & Aguero Torres H 1999. Worldwide prevalence and incidence of
dementia. Drugs and Aging 15(5):365-75.

Fratiglioni L, Launer L], Andersen K, Breteler MMB, Copeland JRM, Dartigues J-F, et al.
2000. Incidence of dementia and major subtypes in Europe: a collaborative study of
population-based cohorts. Neurology 54(11, supplement 5):510-5S15.

Gallo JJ, Fulmer T, Paveza GJ & Reichel W 2000. Handbook of geriatric assessment. 3rd edn.
Maryland: Aspen Publishers Incorporated.

Gao S, Hendrie H, Hall K & Hui S 1998. The relationships between age, sex, and the
incidence of dementia and Alzheimer disease: a meta-analysis. Archives of General
Psychiatry 55(9):809-15.

George LK & Gwyther LP 1986. Caregiver wellbeing: a multidimensional examination of
family caregivers of demented adults. The Gerontologist 26:253-9.

Gibson DM 1983. Ageing, the family and social integration. Paper presented at Australian
Association of Gerontology conference, Hobart, October 1983.

Graham JE, Rockwood K, Beattie B, Eastwood R, Gauthier S, Tuokko H, et al. 1997.
Prevalence and severity of cognitive impairment with and without dementia in an elderly
population. Lancet 349(9068):1793-6.

Guehne U, Riedel-Heller S & Angermeyer MC 2005. Mortality in dementia.
Neuroepidemiology 25(3):153-62.

Harvey R]J, Skelton-Robinson M & Rossor MN 2003. The prevalence and causes of dementia
in people under the age of 65 years. Journal of Neurology Neurosurgery and Psychiatry
74(9):1206-9.

Helmer C, Joly P, Letenneur L, Commenges D & Dartigues JF 2001. Mortality with dementia:
results from a French prospective community-based cohort. American Journal of
Epidemiology 154(7):642-8.

Helmes E, Green B & Almeida OP 2005. Individual differences in the experience of burden in
caring for relatives with dementia: role of personality and mastery. Australasian Journal on
Ageing 24(4):202-6.

Henderson AS 1994a. Dementia. Geneva: WHO.

Henderson AS 1994b. Epidemiology of mental disorders and psychosocial problems:
dementia. Geneva: WHO.

299



Henderson AS & Jorm AF 1998. Dementia in Australia. Aged and community care service
development and evaluation report no. 35. Canberra: Australian Government Publishing
Service.

Henderson AS, Jorm AF, Mackinnon A, Christensen H, Scott LR, Korten AE, et al. 1994. A
survey of dementia in the Canberra population: experience with ICD-10 and DSM-III-R
criteria. Psychological Medicine 24(2):473-82.

Herrman H 1994. Caring for dementia. World Health 47(2):12-13.

Hofman A, Rocca WA, Brayne C, Breteler MMB, Clarke M, Cooper B, et al. 1991. The
prevalence of dementia in Europe: a collaborative study of 1980-1990 findings. International
Journal of Epidemiology 20(3):736-48.

Howe AL & Kung F 2003. Does assessment make a difference for people with dementia? The
effectiveness of the Aged Care Assessment Teams in Australia. International Journal of
Geriatric Psychiatry 18:205-210.

Hughes CP, Berg L, Danziger WL, Coben LA & Martin RL 1982. A new clinical scale for the
staging of dementia. British Journal of Psychiatry 140:566-72.

IAM 2006. The medical algorithms project, release 17. Texas: Institute for Algorithmic
Medicine. Viewed 7 April 2006,

<http:/ /www.medal.org/ visitor/ www/ Active/ch39/ch39.21/ch39.21.03.aspx>.

Idler EL & Benyamini Y 1997. Self-rated health and mortality: a review of 27 meta-analyses.
Journal of Health and Social Behavior 38:21-37.

ISO/IEC 2004. 11179-1 International standard for metadata registry. 2nd ednn. Geneva.
Jagger C, Andersen K, Breteler MM, Copeland JR, Helmer C, Baldereschi M, et al. 2000.
Prognosis with dementia in Europe: a collaborative study of population-based cohorts.
Neurology 54(11, supplement 5):516-S20.

Jorm AF, Dear KBG & Burgess NM 2005. Projections of future numbers of dementia cases in
Australia with and without prevention. Australian and New Zealand Journal of Psychiatry
39(11-12):959-63.

Jorm AF & Jacomb PA 1989. The Informant Questionnaire on Cognitive Decline in the
Elderly (IQCODE): socio-demographic correlates, reliability, validity and some norms.
Psychological Medicine 19:1015-22.

Jorm AF & Jolley D 1998. The incidence of dementia: a meta-analysis. Neurology 51(3):728-
33.

Jorm AF, Korten AE & Henderson AS 1987. The prevalence of dementia: a quantitative
integration of the literature. Acta Psychiatrica Scandinavica 76:465-9.

Jorm AF, Mackinnon AJ, Hendersen AS, Scott R, Christensen H, Korten AE, et al. 1995. The
Psychogeriatric Assessment Scales: a multi-dimensional alternative to categorical diagnoses
of dementia and depression in the elderly. Psychological Medicine 25:447-60.

Kavanagh S, Schneider ], Knapp M, Beecham J & Netten A 1993. Elderly people with
cognitive impairment: costing possible changes in the balance of care. Health and Social Care
in the Community 1:69-80.

Korten AE, Jorm AF, Jiao Z, Letenneur L, Jacomb PA, Hendersen AS, et al. 1999. Health,
cognitive and psychosocial factors as predictors of mortality in an elderly community
sample. Journal of Epidemiology and Community Health 53(2):83-8.

Kral VA 1962. Senescent forgetfulness: benign and malignant. Canadian Medical Association
86:257-60.

Kumar R, Dear KBG, Christensen H, Ilschner S, Jorm AF, Meslin C, et al. 2005. Prevalence of
mild cognitive impairment in 60- to 64-year-old community-dwelling individuals: the

300



Personality and Total Health Through Life 60+ study. Dementia and Geriatric Cognitive
Disorders 19:67-74.

Launer L], Andersen K, Dewey ME, Letenneur L, Ott A, Amaducci LA, et al. 1999. Rates and
risk factors for dementia and Alzheimer’s disease. Results from EURODEM pooled analyses.
Neurology 52:78-84.

Leong J, Madjar I & Fiveash B 2001. Needs of family carers of elderly people with dementia
living in the community. Australasian Journal on Ageing 20(3):133-8.

Levy R 1994. Aging-associated cognitive decline. International Psychogeriatrics 6:63-8.
Lincoln Centre for Ageing and Community Care Research 2004. Aged Care Assessment
Program National minimum data set report July 2002 - June 2003. Melbourne: La Trobe
University.

Lincoln Gerontology Centre 2002. Aged Care Assessment Program National Minimum Data
Set report July 2000-July 2001. Melbourne: La Trobe University.

Lobo A, Launer L], Fratiglioni L, Andersen K, Di Carlo A, Breteler MMB, et al. 2000.
Prevalence of dementia and major subtypes in Europe: a collaborative study of population-
based cohorts. Neurology 54(11, supplement 5):54-S9.

LoGiudice D, Smith K, Thomas ], Lautenschlager NT, Almeida OP, Atkinson, A & Flicker L
2006. Kimberley Indigenous Cognitive Assessment tool (KICA): development of a cognitive
assessment tool for older indigenous Australians. International Psychogeriatrics 18(2):269-80

LoGiudice D, Waltrowicz W, Ames D, Brown K, Burrows C & Flicker L 1997. Health care
costs of people referred to an aged care assessment team: the effect of cognitive impairment.
Australian and New Zealand Journal of Public Health 21(3):311-16.

LoGiudice D, Waltrowicz W, Brown K, Burrows C, Ames D & Flicker L 1999. Do memory
clinics improve the quality of life of carers? A randomized pilot trial. International Journal of
Geriatric Psychiatry 14:626-32.

Low L-F, Anstey KJ, Jorm AF, Rodgers B & Christensen H 2005. Reproductive period and
cognitive function in a representative sample of naturally postmenopausal women aged 60-
64 years. Climacteric 8(4):380-9.

Low L-F, Brodaty H & Draper B 2002. A study of premorbid personality and behavioural
and psychological symptoms of dementia in nursing home residents. International Journal of
Geriatric Psychiatry 17:779-83.

Luscombe G, Brodaty H & Freeth S 1998. Younger people with dementia: diagnostic issues,
effects on carers and use of services. International Journal of Geriatric Psychiatry 13:323-30.

Lyketsos CG, Steinberg M, Tschanz JT, Norton MC, Steffens DC & Breitner JCS 2000. Mental
and behavioral disturbances in dementia: findings from the Cache County study on memory
in aging. American Journal of Psychiatry 157(5):708-14.

Madden R 2006. Paper presented at Improving Information on Disability and Functioning,
6-7 February 2006, Masonic Centre, Sydney,

<http:/ /www.aihw.gov.au/eventsdiary/iidf2006/slides/Richard_Madden.ppt>.
McCallum J, Simons LA, Simons ] & Friedlander Y 2005. Patterns and predictors of nursing
home placement over 14 years: Dubbo study of elderly Australians. Australasian Journal on
Ageing 24:168-72.

McDowell I & Newell C 1996. Measuring health: a guide to rating scales and questionnaires.
2nd edn. New York: Oxford University Press.

McLean S 1993. Practical management of Alzheimer’s disease. Modern Medicine of
Australia, April, 16-27.

301



Meade CE & Bowden SC 2005. Diagnosing dementia: mental status testing and beyond.
Viewed 16 October 2005, <www.australianprescriber.com>. Australian Prescriber 28:11-13.
Medicare Australia 2005. Medicare Australia statistical reporting: Pharmaceutical Benefits
Scheme. Viewed 3 November 2005,

<http:/ /www.medicare.gov.au/providers/health_statistics/statistical_reporting/pbs.htm>.
Ministerial Task Force on Dementia Services in Victoria 1997. Dementia care in Victoria:
building a pathway to excellence. Final report. Melbourne: Victorian Department of Human
Services.

Mirea A & Cummings J 2000. Neuropsychiatric aspects of dementia. In: O’Brien J, Ames D &
Burns A (eds). Dementia. London: Arnold, 61-79.

Mittelman M, Ferris S, Steinberg G, Shulman E, Mackell J, Ambinder A, et al. 1993. An
intervention that delays institutionalization of Alzheimer’s disease patients: treatment of
spouse-caregivers. Gerontologist 33(6):730-40.

Morris JC 1993. The clinical dementia rating (CDR): current version and scoring rules.
Neurology 43(11):2412-14.

Muo R, Schindler A, Vernero I, Schindler O, Ferrario E & Frisoni GB 2005. Alzheimer’s
disease-associated disability: an ICF approach. Disability and Rehabilitation 27(23):1405-13.
National Health Data Committee 2004a. National health data dictionary version 12 with
supplement, CD-ROM. Canberra: AIHW.

NCCH 2002a. ICD-10-AM mental health manual. An integrated classification and diagnostic
tool for community-based mental health services. 1st edn. Sydney: University of Sydney.
NCCH 2002b. The international statistical classification of diseases and related health
problems, 10th revision, Australian modification, third edition (volume 1). Sydney:
University of Sydney.

OECD (Organization for Economic Cooperation and Development) 2004. Dementia care in 9
OECD countries: a comparative analysis. OECD health working papers no. 13. France:
OECD.

Olin JT, Katz IS, Meyers BS, Schneider LS & Lebowitz BD 2002. Provisional diagnostic
criteria for depression of Alzheimer disease: rationale and background. The American
Journal of Geriatric Psychiatry 10(2):129-41.

Ostbyte T, Tyas S, McDowell I & Koval ] 1997. Reported activities of daily living: agreement
between elderly subjects with and without dementia and their caregivers. Age and Ageing
26(2):99-106.

Parks SM & Novielli KD 2000. A practical guide to caring for caregivers. American Family
Physician 62(12):2613-22.

Patterson CJS, Gauthier S, Bergman H, Cohen CA, Feightner JW, Feldman H, et al. 1999. The
recognition, assessment and management of dementing discoverers: conclusions from the
Canadian Consensus Conference on Dementia. Canadian Medical Association Journal
160(12, supplement):S1-515.

Petersen RC, Doody R, Kurz A, Mohs RC, Morris JC, Rabins PV, et al. 2001. Current concepts
in mild cognitive impairment. Archives of Neurology 58(12):1985-92.

Petersen RC, Smith GE, Waring SC, Ivnik R], Tangalos EG & Kokmen E 1999. Mild cognitive
impairment: clinical characterization and outcome. Archives of Neurology 56(3):303-8.

Peterson RC 2004. Mild cognitive impairment as a diagnostic entity. Journal of Internal
Medicine 256:183-94.

302



Pioggiosi P, Forti P, Ravaglia G, Berardi D, Ferrari G & De Ronchi D 2003. Different
classification systems yield different dementia occurrence among nonagenarians and
centenarians. Dementia and Geriatric Cognitive Disorders 17:35-41.

Pond D & Brodaty H 2004. Diagnosis and management of dementia in general practice.
Australian Family Physician 33(10):789-93.

Reisberg B, Ferris SH, de Leon MJ & Crook T 1982. The Global Deterioration Scale (GDS) for
assessment of primary degenerative dementia. American Journal of Psychiatry 139:1136-9.
Ritchie K, Artero S & Touchon ] 2001. Classification criteria for mild cognitive impairment: a
population-based validation study. Neurology 56:37-42.

Ritchie K & Kildea D 1995. Is senile dementia ‘age-related” or ‘ageing-related’? Evidence
from meta-analysis of dementia prevalence in the oldest old. The Lancet 346(8980):931-4.

Ritchie K, Kildea D & Robine JM 1992. The relationship between age and prevalence of senile
dementia: a meta-analysis of recent data. International Journal of Epidemiology 21(4):763-9.
Ritchie K & Touchon J 2000. Mild cognitive impairment: conceptual basis and current
nosological status. The Lancet 355:225-8.

Robinson BC 1983. Validation of a caregiver strain index. Journal of Gerontology 38(3):344-8.
Rocca WA, Hofman A, Brayne C, Breteler MMB, Clarke M, Copeland JRM, et al. 1991a. The

prevalence of vascular dementia in Europe: facts and fragments from 1980-1990 studies.
Annals of Neurology 30(6):817-24.

Rocca WA, Hofman A, Brayne C, Breteler MMB, Clarke M, Copeland JRM, et al. 1991b.
Frequency and distribution of Alzheimer’s disease in Europe: a collaborative study of 1980-
1990 prevalence findings. Annals of Neurology 30(3):381-90.

Rosen WG, Mohs RC & Davis KL 1984. A new rating scale for Alzheimer’s disease. American
Journal of Psychiatry 141:1356-64.

Roth M, Huppert FA, Tym E & Mountjoy CQ 1988. CAMDEX: the Cambridge Examination
for Mental Disorders of the Elderly. Cambridge: Cambridge University Press.

Rowland JT, Basic D, Storey JE & Conforti DA 2006. The Rowland Universal Dementia
Assessment Scale (RUDAS) and the Folstein MMSE in a multicultural cohort of elderly
persons. International Psychogeriatrics 18(1):111-20.

Sachdev P 2000. Is it time to retire the term ‘dementia’? Journal of Neuropsychiatry and
Clinical Neurosciences 12(2):276-9.

Salmon JA, Murray CJL, Ustan B & Chatterji S 2002. Health state valuations in summary
measures of population health. Research paper no. 01.21. Harvard Burden of Disease Unit.

Sammut A 1996. The unique issues surrounding family care of a person with dementia: how
would we fare? Towards a national agenda for carers: workshop papers. Aged and
community care service development and evaluation reports no. 22. Canberra: Australian
Government Publishing Service.

Schofield H, Bloch S, Herrman H, Murphy B, Nankervis J & Singh B (eds) 1998a. Family
caregivers’ disability, illness and ageing. St Leonards: Allen & Unwin and Victorian Health
Promotion Foundation.

Schofield H, Bozic S, Hermann H & Singh B 1996. Family carers: some impediments to
effective policy and service development. Australian Journal of Social Issues 31(2):157-72.
Schofield H, Murphy B, Herrman HE, Bloch S & Singh BS 1998b. Carers of people aged over
50 with physical impairment, memory loss and dementia: a comparative study. Ageing and
Society 18:355-69.

303



Schofield HL, Herrman HE, Bloch S, Howe A & Singh B 1997. A profile of Australian family
caregivers: diversity of roles and circumstances. Australian and New Zealand Journal of
Public Health 21:59-66.

Schofield V 2001. Rituals of visiting people with dementia in residential care. Australasian
Journal on Ageing 20(4):187-91.

Shields M 2004. Proxy reporting of health information. Health Reports 15(3):21-33.

Shores M, Ryan-Dukes P, Williams R, Mamerto B, Sadak T, Pascualy M, et al. 2004.
Identifying undiagnosed dementia in residential care veterans: comparing telemedicine to
in-person clinical examination. International Journal of Geriatric Psychiatry 19(2):101-8.
Simons LA, Simons ], McCallum ] & Friedlander Y 2006. Lifestyle factors and risk of
dementia: Dubbo study of the elderly. Medical Journal of Australia 184(2):68-70.

Sink KM, Covinsky KE, Barnes DE, Newcomer R] & Yaffe K 2006. Caregiver characteristics
are associated with neuropsychiatric symptoms of dementia. Journal of the American
Geriatrics Society 54(5):796-803.

Storey JE, Rowland JTJ, Conforti DA & Dickson HG 2004. The Rowland Universal Dementia
Assessment Scale (RUDAS): a multicultural cognitive assessment scale. International
Psychogeriatrics 16:13-31.

Thompson E & Doll W 1982. The burden of families coping with the mentally ill: an invisible
crisis. Family Relations 31:379-88.

Torti FM, Gwyther LP, Reed SD, Friedman JY & Schulman KA 2004. A multinational review

of recent trends and reports in dementia caregiver burden. Alzheimer Disease and
Associated Disorders 18:99-109.

Vernooij-Dassen M, Persoon ] & Felling A 1996. Predictors of sense of competence in
caregivers of demented persons. Social Science Medicine 43(1):41-9.

Victorian Government Department of Human Services 2004. A consultation paper on the
dementia framework for Victoria, 2005 and beyond. Melbourne: Department of Human
Services. Viewed April 2006, <http:/ /www .health.vic.gov.au/agedcare/>.

Vitaliano PP, Young HM & Jusso ] 1991. Burden: a review of measures used among
caregivers of individuals with dementia. The Gerontologist 31:67-75.

Volicer L 2005. Caregiver burden in dementia care: prevalence and health effects. Current
Psychosis & Therapeutics Reports 3:20-5.

Waite LM, Broe GA, Grayson DA & Creasey H 2001. Preclinical syndromes predict
dementia: the Sydney older persons study. Journal of Neurology, Neurosurgery and
Psychiatry 71:296-302.

Wancata J, Musalek M, Alexandrowicz R & Krautgartner M 2003. Number of dementia
sufferers in Europe between the years 2000 and 2050. European Psychiatry 18:306-13.

Ward S, Opie ] & O’Connor DW 2003. Family carers’ responses to behavioural and
psychological symptoms of dementia. International Journal of Geriatric Psychiatry 18:1007-
12.

WHO (World Health Organization) 1992a. International statistical classification of diseases
and related health problems, 10th revision (volume 1). Geneva: WHO.

WHO 1992b. The ICD-10 classification of mental and behavioural disorders: clinical
descriptions and diagnostic guidelines. Geneva: WHO.

WHO 1994. Constitution of the World Health Organization. Geneva: WHO.
WHO 2001. International classification of functioning, disability and health. Geneva: WHO.

WHO Collaborating Centre for Drug Statistics Methodology 1998. The Anatomical
Therapeutic Chemical classification system with Defined Daily Doses. Oslo: WHO.

304



Wilkinson D 2000. How effective are cholinergic therapies in improving cognition in
Alzheimer’s disease? In: O'Brien J, Ames D & Burns A (eds). Dementia. London: Arnold,
549-58.

Wilkinson D, Stave C, Keohane D, et al. 2004. The role of general practitioners in the
diagnosis and treatment of Alzheimer’s disease: a multinational survey. Journal of Internal
Medicine Research 32:149-59.

Winblad B, Palmer K, Kivipelto M, et al. 2004. Mild cognitive impairment: beyond
controversies, toward a consensus: report of the International Working Group on Mild
Cognitive Impairment. Journal of Internal Medicine 256:240-6.

Yeatman R, Bennets K, Allen N, Ames D, Flicker L & Waltrowicz W 1993. Is caring for
elderly relatives with depression as stressful as caring for those with dementia? A pilot study
of Melbourne. International Journal of Geriatric Psychiatry 8:339-42.

Zarit S, Reever K & Bach-Peterson ] 1980. Relatives of the impaired elderly: correlates of
feelings of burden. The Gerontologist 20(6):649-55.

Zaudig M 1992. A new systematic method of measurement and diagnosis of “mild cognitive
impairment” and dementia according to ICD-10 and DSM-III-R criteria. International
Psychogeriatrics 4(supplement 2):203-19.

305



List of tables

Table 2.1:

Table 2.2:
Table 2.3:
Table 2.4:
Table 2.5:
Table 2.6:
Table 2.7:
Table 3.1:
Table 4.1:
Table 4.2:
Table 4.3:
Table 4.4:
Table 4.5:
Table 4.6:
Table 4.7:
Table 4.8:
Table 4.9:

Table 4.10:
Table 4.11:

Table 4.12:

Table 4.13:

Table 4.14:
Table 4.15:

Table 4.16:

Table 5.1:
Table 5.2:
Table 5.3:
Table 5.4:

Definition of mild cognitive disorder in the ICD and age-related cognitive

decline and mild neurocognitive disorder in the DSM............cccccccccovnniiiinnnnn. 8
Type/use of screening test or assessment toOl.............ccccccovvvuiiinniiiniiicnnnnes 13
Summary of selected cognitive assessment and screening tools......................... 14
Differential diagnosis for dementia ............cccovvnniiiinniiiiiccccccce, 20
Mapping the ICD definition of dementia to the ICF .............cccccccceiiiiiiinnne. 26
Comparison of classification of dementia in the ICD and DSM ..............c.c......... 27
Criteria for dementia in the classification systems ............cccoevvivivinnnnnnnnnnne 32
Summary of data items included across national collections...............cccccc........ 50
Prevalence rates for dementia estimated from various sources, 2003................ 54
Prevalence of dementia, by age and sex, 2003..........cccccoeueverreeinneecenreeienes 56
Prevalence of dementia in households and cared accommodation, 2003 ......... 57

Dementia rates from 1998 SDAC and 2003 SDAC, by age and residency......... 58

Projected number of people with dementia, 2003 to 2031 ........ccccceeueerererccnnne 59
Clinical Dementia Rating..........ccceeiririeueinnieciirccereeeeeeeee e 60
Comparison of severity of dementia impact in the CDR and SDAC ................. 61
Severity of dementia, by sex and residency, 2003 .............cccoeeinniiinnneinnnns 63
Estimated incidence of dementia, by age and sex, 2003............ccccoevivreeinnnns 64
Deaths with an underlying cause of dementia, 1997-2003.............cccccoevruerirnnns 67
Death rates per 100,000 people with an underlying cause of dementia,
199722003 ... 68
Deaths and years of life lost due to dementia as underlying cause of death,
2003 ..t 69
The model used in the burden of disease analysis of dementia, definition

and severity weight for different stages of dementia...........c.cccccoouviiinnninnnns 69
Prevalent years of life lost to disability, by age, sex and residency, 2003.......... 70
Years of life lost, incident years of life lost to disability and disability-

adjusted life years for dementia, by age and sex, 2003.............cccevvvrnnnnnnne 71
Burden of dementia, disability-adjusted life years, projected to 2031 ............... 71

Dementia status of ACAP assessments and clients, July 2004 to March 2005 ..74
Care recipients registered with a CCRC, by dementia status, 2004-05 ............. 74
CACP and EACH clients with and without dementia, census periods, 2002...75
People with dementia, by age and sex, 2003..............cccooiiiniiinniiiiiicnes 75

306



Table 5.5:

Table 5.6:

Table 5.7:

Table 5.8:

Table 5.9:

Table 5.10:

Table 5.11:

Table 5.12:

Table 5.13:

Table 5.14:

Table 5.15:

Table 5.16:
Table 5.17:

Table 5.18:

Table 5.19:

Table 5.20:

Table 5.21:

Table 5.22:

Table 5.23:
Table 5.24:
Table 5.25:

Table 5.26:

ACAP clients with and without dementia, by sex and age at beginning of

assessment, July 2004 to March 2005 ...........ccoccioiiiiininniininnceeeccreeces 76
CACP clients with and without dementia, by age and sex, census week

2002 .. 77
EACH clients with and without dementia, by age and sex, census week

May 2002 ... 78
Care recipients registered with a CCRC, by sex and dementia status,

200405 ... 79
Country of birth of people with dementia, 2003 .............ccccocoviviiiiinnnnnninne 80
Country of birth, by dementia status of ACAP client, July 2004 to March

2005 .. 80
CACP clients with and without dementia, by country of birth, census week
2002 .. 80
EACH clients with and without dementia, by country of birth, census week
May 2002 ... s 81
Indigenous status, by dementia status of ACAP client, July 2004 to March

2005 ... 81
Care recipients registered with a CCRC, by Indigenous status and dementia
SEATUS, 200405 ... ettt ettt et e e e e e e et e eeeeseeeseraareeeessesesstareeeesseaannnee 82
CACEP clients with and without dementia, by Indigenous status, census

WK 2002......cuiiiiiiiiiiiiiii s 82
Residency of people with dementia, by age and sex, 2003 .............cccccoeveeiinnnes 83
Usual accommodation setting at the time of ACAP assessment, by

dementia status of ACAP client, July 2004 to March 2005............ccccovuereinunnnnne 84
CACEP clients with and without dementia, by accommodation type, census
WEEK 2002.......oiiiieiicicicicic 84
EACH clients with and without dementia, by accommodation type, census
Week May 2002........ccooiiiiiiiiiiii e 85
Living arrangements, by dementia status of ACAP client, July 2004 to

March 2005........cooooiiiiiiii s 85
CACP clients with and without dementia, by living arrangements, census
WEEK 2002......iiiiiiiiiiiii e 86
EACH clients with and without dementia, by living arrangements, census
week May 2002........ccooiiiiiiiii e 86
Type of dementia, ACAP client with dementia, July 2004 to March 2005......... 87
Scores on the total Problem Behaviour Check List and subscales...................... 90

Severity of disability among older people with selected health conditions,
2003 <. 92

Need for assistance of people with dementia, by residency, 2003...................... 93

307



Table 5.27:

Table 5.28:

Table 5.29:

Table 5.30:

Table 5.31:

Table 5.32:
Table 5.33:
Table 5.34:

Table 5.35:

Table 5.36:

Table 5.37:

Table 5.38:

Table 5.39:

Table 5.40:

Table 5.41:

Table 5.42:

Table 5.43:
Table 5.44:

Table 5.45:

Table 5.46:

Table 5.47:

Activity limitations, by dementia status of ACAP client, July 2004 to March
2005 ... 95

CACP clients with and without dementia, core activity in which assistance
was needed, census Week 2002 .......cooviiouviiirieieeieeee et 96

EACH clients with and without dementia, core activity in which assistance
was needed, by age, census week May 2002...........cccccoeuiivinniinniiiiinieines 97

Number of personal activities in which CACP clients sometimes or always
need the assistance or supervision of another person, by dementia status,
CeNSUS WK 2002 .......oiiiiiiiiiiiieiiieeettet e 97

Number of personal activities in which EACH clients sometimes or always
need the assistance or supervision of another person, by dementia status,

census week May 2002.........c.coiviviiiiiiiiiiiiii e 98
Proportion needing ADL and IADL assistance............c.ccccccovuviiiiiiiinnnininnns 99
Physical and cognitive impairment............cccoccceviviiiiiiniiiiii 99

People with dementia, estimated number and percentage of people, by
stated need for assistance with cognition and emotions, 2003.......................... 100

People with dementia, estimated number and percentage of people with
behaviour management needs, 2003 ...........ccccccvrueieinneeinneeireeeeeeeenes 101

Dementia status and challenging behaviour of care recipients registered

with a CCRC, by sex, 2004-05..........ccccoemirimiiniiiiieeieeeeeeeeeeeeee e 101
Main condition of people with dementia, 2003 SDAC, July 2004 to March
2005 ACAP and 2003-04 NHMD.........cccccccviniiiiiiiiiiiicincccceeecee e, 104

Source of assistance received by people with dementia living in
households with a profound or severe limitation, 2003............c.cccceeeininennnee. 105

People with dementia living in households, whether need for assistance

was met, by type of assistance required, 2003.............c.cccoviiiiiniiiiniii, 106
Source of current assistance with activities for ACAP clients, by dementia
SEALUS ....oviece s 107
ACAP, CACP and EACH clients, by dementia status and carer

Availability ..o 108
ACAP clients with and without dementia, by carer availability and sex,

July 2004 to March 2005 ...........ccoeuiiiiiiiiiiiiiiiccccce e 109
ACAP clients with and without dementia, by carer availability and age........110

CACP clients, by dementia status, carer availability and sex, census week

CACP clients with and without dementia, by carer availability and age,
census Week 2002.........ccoviiriiiiiiiicie s 111

EACH clients with and without dementia, by carer availability and sex,
census Week May 2002........ccovvueuiirirreieninnieeineeeeseee et 112

EACH clients with and without dementia, by carer availability and age,
census Week May 2002........ccovvueuiirieieierininieieineeeeese et 113



Table 6.1:

Table 6.2:

Table 6.3:
Table 6.4:
Table 6.5:
Table 6.6:
Table 6.7:

Table 6.8:

Table 6.9:

Table 6.10:

Table 6.11:

Table 6.12:

Table 6.13:
Table 7.1:
Table 7.2:
Table 7.3:
Table 7.4:
Table 7.5:
Table 7.6:

Table 7.7:

Table 7.8:

Table 7.9:

Table 7.10:

Alzheimer’s Australia DESP carer contacts and distinct people, by
dementia diagnosis status of person of concern, 2003-04............cccocverevrnnnee. 121

Carers assisted by a CCRC, by sex, Indigenous status and dementia

SEALUS, 2004705 ...ttt e et e e e e e ettt eeeeeseaesateeeeeseses e aareeeeeseannna 122
Carers’ marital status: comparison across studies ...........ccccceeeverreernvccrennnnee 124
Proportion of carers reporting causes of financial problems ............c.ccccoeuue.ee. 128
Carer co-residency status: comparison across studies ...........c.ccccceevveveeinennnee. 129

Relationship of carer to care recipient status: comparison across studies.......131

Relationship of carer to care recipient, by co-residency status of carer,

ACAP client with dementia ...........cceiviiiiiiiiiiiccce e 132
Frequency of personal and telephone contacts in the previous two weeks
(PTOPOTHION) ... 137
Proportion of carers reporting conflict between children and parent with
deMENtia. ..o 139
Comparison of informal support for carers of dependants with dementia-
related, intellectual and physical disabilities.............ccccocoeiiiniiinnniinnnnee. 142
Respite care use at time of assessment and recommended respite care use,
ACAP clients, by dementia status, July 2004 to March 2005.................c........... 144
CACP care recipients with and without dementia, use of respite care, by

carer status, CENSUS WEEK 2002.......coeeieeeeeeeeeeee et eeeeeeeeeeeeeeeeeeeserreeeeeseeenas 145
Use of respite services at SUIVeY ..........covuvivivivininiiininiiiiiciiciccccccccccccne 146
Service categories and related programs reported in Chapter 7....................... 150
Services provided for people with dementia.........cccccceeuveeueeninnccrenneccnnee 151

Characteristics of the patients at dementia encounters, 1998-99 to 2003-04 ..154
General practice service use for people managed for dementia, 2003-04 .......155
Most commonly prescribed medications, 2000-01 to 2003-04............ccccoeuue.ee. 155

Number of referrals by GPs to other health care providers for people
managed for dementia, by age and sex, 2003-04 ..........ccccoeeirreeiinneeinnnen. 156

Number of referrals by GPs to other health care providers per 100 GP-
patient encounters for people managed for dementia, by type of referral,
200304 ..o 156

Number of pathology services requested by GPs for people managed for
dementia, by type of pathology service, 2003-04...........cccceoeirrreinnccinnnnee. 157

Number of imaging services for people managed for dementia, by type of
imaging service, 2003-04 ............ccooiiiiiiii e 158

Number of PBS/RPBS prescriptions for dementia-specific drugs, 2002-03
10 2004-05......oiiiiii s 159

309



Table 7.11:
Table 7.12:

Table 7.13:

Table 7.14:

Table 7.15:

Table 7.16:

Table 7.17:

Table 7.18:

Table 7.19:

Table 7.20:

Table 7.21:

Table 7.22:

Table 7.23:

Table 7.24:

Table 7.25:

Table 7.26:

Table 7.27:

Table 7.28:

Table 7.29:

Table 7.30:

Number of prescriptions for dementia-specific drugs, by source, 2003-04 ....160

Reason for ending assessment, by dementia status of client, July 2004 to
March 2005.........ciiiii s 161

Usual and recommended accommodation setting, by dementia status of
ACAP client, July 2004 to March 2005 ............ccccccciviviiininniiiiiccicccee 162

ACAT assessment outcomes for long-term care setting, by usual
accommodation setting and dementia status of ACAP client, July 2004 to
March 2005..........cooieiiiieiicieei e 164

Usual and recommended government program support, by dementia
status of ACAP client living in the community, July 2004 to March 2005.......166

Dementia Education and Support Program contacts and distinct people of
concern, by dementia status, 2003-04 ... 168

CACP and EACH clients with and without dementia, census periods,

CACEP clients with and without dementia, number of clients by age and
SEX, CENSUS WEEK 2002 ..o e e e e e e e e e e e e seereeeeseereeeesasneeeesaan 170

Mean and median service units (hours or number of events), by type of
assistance received by CACP clients with and without dementia, census
WEEK 2002ttt 171

Number and percentage of CACP clients with and without dementia, by
type of assistance and carer status, census week 2002 ............cccccecvvrireininnnee. 172

Amount of assistance for CACP clients with and without dementia, by
type of assistance and carer status, census week 2002 ............ccccoveiinniinnne 172

EACH clients with and without dementia, number of clients, by age group
and sex, census week May 2002...........cccceviriiiiininiiinneeeeeeeeeee s 173

Average weekly hours of assistance and number of events, by type of
assistance and dementia status, census week May 2002............cccccccovvvueinnnnn. 174

EACH clients with and without dementia, types of therapies and ancillary
services provided, by carer status, census week May 2002..............ccccccevvunenee. 175

Carers assisted by, and care recipients registered with, a CCRC, by sex and
dementia status, 2004-05 ...........ccccociviiiiiiniiii e 177

Co-resident primary carers of people with dementia living in households,
estimated number of carers, by recent use of respite care services, 2003 ........ 178

Dementia and Alzheimer’s disease in residential aged care, by RCS
category, 2003 ..o 180

Separations with principal diagnosis of dementia, by age and sex,
1999-00 t0 2003-04.......oourviviiiiirieieieiiicce s 183

Age-specific rates of hospital separation with a principal diagnosis of
dementia per 1,000 persons, by sex, 1999-00 to 2003-04.........c.cccevrvrrreerurnnee. 184

Length of hospital stay, patient days and separations, by dementia
diagnosis (excluding same-day separations), 2003-04..........ccccoceecirnerevrnnenee. 186

310



Table 7.31:

Table 7.32:

Table 7.33:

Table 8.1:

Table 8.2:

Table 8.3:

Table 8.4:

Table 8.5:

Table 8.6:

Table 8.7:

Table 8.8:

Table 8.9:

Table 8.10:

Table 8.11:

Table 8.12:

Table 8.13:

Table 8.14:

Table 8.15:

Table 8.16:

Table 8.17:

Separations with a principal or additional diagnosis of dementia, by age and
seX, 1999-00 t0 200304 .........coovovimiiiiriieicec s 187

Age-specific rates of hospital separation with a principal or additional
diagnosis of dementia per 1,000 persons, by age and sex, 1999-00 to
200304 ... 188

Length of stay, by principal diagnosis (ICD-10-AM chapter) for all
separations that included a diagnosis of dementia, 2003-04.................ccc........ 190

Health and aged care system expenditure for dementia and Alzheimer’s
AISCASE, 2003 ...ttt e et e e e e e e e ee e e e e e e e ———eaeeesaaaaa————eeeeesaaanna 192

Comparison of the Multiple conditions cost allocation method with the
Main condition allocation method ............cccoveiniiniiiniiiee, 193

Comparison of residential aged care expenditure allocation using the
multiple conditions and main condition methods...........ccccccceeeiniiniincnnnne. 193

Number of conditions in residential aged care, by modelled RCS level,
RCS T-RECS 8, 2003 ...ttt ettt e e sat e saae e s aaessnaeesnaaeesnaeas 194

Number of conditions for permanent residents for whom the main
condition is dementia or Alzheimer’s disease, by modelled RCS level,
2003 .. 195

Condition groups for medical conditions from the SDAC .........cccoeeeunenene. 196

The amount of basic funding, by condition groups and modelled RCS
classification .........ccccouviiiiiiiiiiiiic 196

Expenditure for dementia in residential aged care where dementia is
recorded as the main problem ............ccccoooiiiiiiiiniiiie 197

Funding for care due to dementia and other conditions in residential aged
care where dementia is recorded as a problem, 2003 ............ccccccovvivriininnnnne. 198

Funding allocated to dementia and Alzheimer’s disease in residential aged
care facilities, by age and sex, 2003 ............cccoceeiiiiiiiininiiiie 200

Hospital expenditure due to a principal diagnosis of dementia or
Alzheimer’s disease during a hospital stay, 1999-00 to 2003-04...................... 202

Hospital expenditure due to any diagnosis of dementia or Alzheimer’s
disease during a hospital stay, 1999-00 to 2003-04.............ccccocvrreinniinininnnnee. 203

Hospital costs allocated to dementia, by number of separations and
bed-days where dementia or Alzheimer’s disease is recorded as a

diagnosis during a hospital stay, 2003-04............cccceeiiinniiniiiiiice, 204
Out-of-hospital medical expenditure for dementia and Alzheimer’s

AISEASE, 200301 ...t et e e e e e ettt e e e e e e e e e e e e e e e e e e aer——aaeeeeaaanne 205
Benefit paid for dementia-specific drugs on the PBS and RPBS prescribed

by GPs and specialists, 2002-03 t0 2004-05...........ccccvvereirreeirneeerreeeenes 206
PBS/RPBS benefit paid for drugs prescribed to manage dementia by GPs,
200304 ... 207
Projected expenditure for dementia, 2003 t0 2030-31 ........ccccevvrvereirnrercerennnee 208

311



Table 11.1:

Table 11.2:
Table 11.3:
Table 11.4:

Table 11.5:

Table 11.6:

Table 11.7:

Table 11.8:

Table 11.9:

Table 11.10a:

Table 11.10b:

Table 11.10c:

Table 11.10d:

Table 11.10e:

Table 12.1:
Table 12.2:
Table A5.1:

Table A6.1:
Table A6.2:

Table A7.1:

Table A7.2:

Table A8.1:

Number and type of data items used to identify people with dementia

and/or cognitive iMmpairment ............ccccoeeiiniiiiniiiieccee e 223
Comparison of BPSD across relevant data collections............cccceceeveeneinnencnnes 229
Comparison of data sources collecting core information about carers............ 231

Mapping of dementia-related data items in Australian dementia-relevant
collections: Dementia diagnosis............cccceeiviririiininiiiiniiiiiiiccccnee 232

Mapping of dementia-related data items in Australian dementia-relevant
collections: Type of dementia.............cccceuruiiiniiiiiiniiiiicee 233

Mapping of dementia-related data items in Australian dementia-relevant
collections: Cognitive impairment .............cccoviiiiiiiiinniiiee 234

Mapping of dementia-related data items in Australian dementia-relevant
collections: BEhaviour ... 236

Mapping of dementia-related data items in Australian dementia-relevant
collections: Treatments............ccccccovviiiiiiiiiiiii 237

Mapping of dementia-related data items in Australian dementia-relevant
collections: Functional impairment............cccoeueeirinicinineeennecceeecereenee 237

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (number of care recipients)...........ccoccveunnenee. 239

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (frequency and duration of care) ...................... 240

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (overall carer need) .............ccccveeuevvvcrcenunnnne. 241

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (carer health and wellbeing) .................ccc........ 242

Mapping of dementia-related data items in Australian dementia-relevant

collections: Impact of caring role (formal and informal support)..............cccc...... 243
Framework for proposed dementia data elements..........cccccccevveeveincinccnnee. 245
Caregiver Strain INdeX ...........ccocciiiiiiiiininiiii 264
Summary of published Australian studies: age and sex distribution of care

TECIPIEIIES ...ttt 270
Summary of published Australian studies: methodology ............cccccccevnnnnnne. 271

Summary of published Australian studies: age and sex distribution of
CATETS ...oveteuieitetetet ettt ettt s ettt et b st b s bbb st b ettt 275

Usual and recommended accommodation setting of ACAP clients, by
dementia status, July 2004 to March 2005 ............ccccoeiiiiniiinniiiie, 276

Government community program support at time of assessment and
recommended government program support, by dementia status of ACAP

client, July 2004 to March 2005...........ccccvrmeiirneeinreeereeeeeeeere e 277
Condition weights for each ABS CURF code applied to SDAC data for
allocation of residential aged care funding allocation to conditions................ 278

312



Table A11.1:

Table A11.2:

Table A11.3:

Table A11.4:

Table A11.5:

Table A11.6:

Table A11.7:

Table A12.1:

Table A12.2:

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (carer health and wellbeing) ................ccccc.......

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (income and financial situation) ......................

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (paid work) ..........cccccccvvvviiiininiiiininiiiiinnne.

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (0ther) ...........ccccccvvvviiininiiiniiiiiiccie

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (social support and relationships) ....................

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (respite care) ..........c.ccccceeucuvivicicucicciinnnnn.

Mapping of dementia-related data items in Australian dementia-relevant
collections: Impact of caring role (assistance provided) .............cccccocucucucucuvenunnnce.

Collection matrix for Challenging behaviour and Frequency of
OCCUITEIICE ...t aenees

Coexisting health cONAitioNS........c.coooveueiririciicccc e

313



List of figures

Figure 2.1:
Figure 2.2:
Figure 2.3:

Figure 4.1:

Figure 5.1:

Figure 5.2:

Figure 5.3:

Figure 5.4:

Figure 6.1:
Figure 6.2:
Figure 6.3:

Figure 7.1:

Figure 8.1:

Figure A8.1:

Interactions between components of the ICF ...........cccccoeoiniininniniininncinee. 23
Dementia and its outcomes in the structure of the ICF...........c.c..ccoccniinineae. 25

Subjects identified as having dementia according to various diagnostic
classification SYStEIMS ........ccccuvuiuiiiiiiiiiiiicic e 30

Change in prevalence (numbers and standardised rates) for dementia, 2003

Seven-tiered model of management of behavioural and psychological
symptoms of dementia.........cccccceiiiiiiininininiiii s 89

Need for assistance and difficulty with activities, people with dementia in

ROUSEIOLAS, 2003 ... .. ettt e e e e e e e et teeeeeeee e st eeeeseseasseeeereeeeenas 94
Proportion of ACAP clients with activity limitations, by dementia status,

July 2004 to March 2005 ..........c.cccirrieeiireciineeeee et 96
CCRC care recipients, distribution of levels of support required for BPSD,

DY S€X, 200405 ..ottt 102
Carer-care recipient interactions in the 2003 SDAC CUREF.........ccccoeeuevnnnnee. 117
Primary carer-care recipient interactions in the 2003 SDAC CUREF................. 121

Age distribution of carers of people with dementia contacting Alzheimer’s
Australia, by sex, 2003-04........c.ccocveiiiiiiiiceee e 123

Usual and recommended government community program support, by
dementia status of ACAP client, July 2004 to March 2005...........cccccceeuevnunenee. 165

Distribution of expenditure, by condition groups according to main
condition for people with dementia in residential aged care............................ 198

Derivation of the condition list from the condition group variable for a
residential aged care resident with dementia or Alzheimer’s disease, one

or more mental health problems, one or more communication problems

and one or more other conditions ...........cccoovvviiiiiiiiiiic 269

314



List of boxes

Box 2.1:
Box 2.2:

Box 2.3:

Box 4.1:
Box 4.2:
Box 4.3:
Box 6.1:

Box 6.2:
Box 7.1:
Box 7.2:
Box 7.3:
Box 7.4:
Box 7.5:
Box 7.6:
Box 7.7:
Box 10.1:
Box 11.1:
Box 12.1:

Criteria for an effective population-based screening program............cccceeeueurnneee 11
Requirement for use of MMSE and/or ADAS-Cog and CIBIC to access
subsidised anticholinesterase medication through the PBS ..................cocoo. 12
Definitions used in the International Classification of Functioning, Disability

and Health..........ccooooi 24
Comparison of 1998 and 2003 SDAC .......ccccvreirimnereninneetrneeceneneeieeeeee e 58
ABS 2003 Survey of Disability, Ageing and Carers: core activity limitation.......... 62
Methods used in calculating the incidence of dementia ...........cccccceuvivivivinininnnnne 65

ABS 2003 Survey of Disability, Ageing and Carers: informal assistance and

CATETS ...vviieniteie ettt ettt b et s et s e bbbt a e a et 116
INCOmMeE SUPPOTL fOI CATETS.......ovvviiieieiiirieeeeeee ettt 127
Using the BEACH database..........ccooeuerinirieiiinniciineccireeeeeeeeseeeeeseeneeenes 152
Dementia prevalence among general practice patients..........cocececeveveieenrerccnnns 153
Dosage information, by drug name and item number ...........coccccoevveeinnicnnnnns 160
Use of the DESP data set for reporting service use by people with dementia.....169
Mapping from RCS questions t0 SDAC .........ccceirireeinneeirnceereeeeeeereeeenes 179
ICD-10-AM diagnosis codes for dementia...........cccoceeivirueuiinineiiinnceinrecees 182
Calculation of admitted patient days...........cccccecveiiiniiiiniiiicccce 185
Component parts of the ISO/IEC 11179 standard............cccccoeeueieiniciinncinnnee 218
ICF mental functions ...........cccoviiiiiiiiiniiii s 225
Dementia — effects on carer physical and emotional wellbeing..................ccccc...... 265

315



