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Imagine...

Imagine that an older person you know well, perhaps a family member, has had a
sudden serious illness or injury, or has a rapid deterioration in an existing dementia.

In addition to managing appointments with health professionals and thinking about
ongoing care and support, everyday financial decisions are becoming more difficult.

Discussions with a residential aged care provider have made it clear there will be a

substantial financial outlay in order to get admission. It may involve selling the
person’s house. A succession plan is also needed for the person’s business, which is

under threat of liquidation.
There is a will in place, but nobody has ever discussed whose role it would be to
make financial decisions if these were required. Or how to go about doing this.

There is a history of disagreements within the family about managing family assets

... and you are the one who has to make the decisions...
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Background

Substitute decision-making is a meaningful role, often
undertaken by family members or trusted friends, for a
person with impaired decision-making ability

Can involve health/lifestyle and/or financial/legal decisions

It is also associated with uncertainty, distress
(Fetherstonhaugh et al, 2019) and post-traumatic stress
(Wendler et al 2011)

Convention on the Rights of Persons with Disabilities and
human rights-based approaches to legal capacity

Theoretical typology of surrogate/substitute decision-
making (Tunney et al, 2015)

Bargaining hypothesis (Yusof, 2015) vs Division of labour
hypothesis
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Financial Substitute Decision-Making

NSW Trustee & Guardian ~ Extract from Financial Management Information Handbook
Xy

Substitute Decisions

A substitute decision is a decision
made on behalf of a person under a
financial management order. The legal
effect of a substitute decision is the
same as if the person had made the
decision themselves.

We make substitute decisions in your
best interests. Our staff take into
consideration the financial reasons for
making a substitute decision as well
as promoting your independence,
increasing your quality of life and
strengthening your relationships with
friends, family and the community.

NSW Trustee & Guardian can be
appointed the financial manager
if there is no one else willing or

able to make decisions.

Substitute decision
making policy

In making substitute decisions for our clients,

NSW Trustee & Guardian follow the principles set
out in section 39 of the NSW Trustee and Guardian
Act 2009. We also make substitute decisions in
accordance with the NSW Trustee & Guardian
Decision Making Policy.

Outlined below are the general
principles under section 39 of the
NSW Trustee and Guardian Act 2009:
(@) The welfare and interests of people with

impaired decision making ability should be
given paramount consideration

(b) Their freedom of decision and freedom of action
should be restricted as little as possible

() They should be encouraged, as far as possible,
to live a normal life in the community
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Types of financial substitute decision-making

« Attorney (appointed through a Power of
Attorney)

 Private financial manager (appointed by a
court or tribunal)

« Private trustee company

« NSW Trustee & Guardian

Enduring Power of Attorney
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Complete s form by . e et ot o ot ot

atormey ges the attoney the .
nd fnancal afas, ncuing by, e state, hares and oter st
aperatng your bank acounts and 5o ey on your beha

approprate LOXANAIUING e oy’ power continues even reason you s the menta capaciy

10 manage your own afis. Once ou apacty you cannot revke this
power of ttorney fyou want the power of torney o ceasef you lose mental
Capacy, s he General Power of Attorney forn. An attorney under 30 enduing
power of- Hest hese

3 quardian (vt

part
nd can be remaved o Trbunal o

Pess refe 0 the Powes
of Attoney FoctSheet that
accompanes this fom

for mare nformation. The

atoreys, th atomneys (ncuding any ubsttute atomey’) must Sgn the
Scceptancesection

Sheet s aiso malabe rom
the Land and Poperty
Information webste 3t

inchades notes 0 st i completing his docur
and responsiltes ofan atormey

principal 1. Appointment of attorney by the Principal
You,the peson who
appaints he ttomey f

The Attorney
The person you nominate

10 ook ater your gl i il s v 335,
and financial ot

Yourattomey may a0 appoint

crgansation uch s he
NSW Tustee and Guardan

one atorney. I you appaint
coestornes  and also appoint

st nterest.

to be my attorney’s.




Financial Substitute Decision-Making

Guardianship and Public Trustee agencies report
on profiles of Financial Administration Orders

While in the past intellectual disability was the
primary reason for Guardianship Orders, dementia

is now the most prominent disability group
(Chesterman, 2013). Mainly due to demographic

[
Elder Abuse—

A National
Legal Response

Ve ~
| FINAL REPORT |
AN /

trends.
Very little is known about the prevalence and
experience of financial substitute decision-making

at a community level.

National inquiries have also recognised the
potential for financial substitute decision-making to
Ref: Australian Law Reform

enable elder mistreatment and abuse — raising the
importance of understanding this practice.
Commission (2017)

May 2017
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Research Questions

Describing the practice of financial substitute decision-making
« What is the estimated population prevalence of making a financial

substitute decision for another person?

« Who typically makes financial substitute decisions?

« Who are financial substitute decisions made for?
« Under what authority are financial substitute decisions made?

Experiences associated with financial substitute decision-making
Is the role of financial substitute decision-maker associated with

higher household financial responsibilities?
« To what extent do financial substitute decision-makers experience

 confusion/lack of information?

e stress?
« arguments/conflicts with others?
* And what factors are associated with these experiences?
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Personality and Total Health (PATH) Longitudinal Cohort Study

Wave 1

Wave 2

Wave 3

Wave 4

Wave 5

Random selection from the ACT and Queanbeyan Electoral Rolls

v

20 — 24 Year-Old Cohort
1999/2000, N = 2404
Participation Rate = 58.6%

40 — 44 Year-Old Cohort
2000/2001, N = 2530
Participation Rate = 64.6%

60 — 64 Year-Old Cohort
2001/2002, N = 2551
Participation Rate = 58.3%

l
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24 — 28 Year-Old Cohort

2003/2004, N =2139
Retention Rate = 89.0%

44 — 48 Year-Old Cohort

2004/2005, N = 2354
Retention Rate = 93.0%

64 — 68 Year-Old Cohort
2005/2006, N = 2222
Retention Rate = 87.1%

v

\ 4

v

28 — 32 Year-Old Cohort
2007/2008, N = 1978
Retention Rate = 82.3%

48 — 52 Year-Old Cohort
2008/2009, N = 2182
Retention Rate = 86.3%

A 4

v

68 — 72 Year-Old Cohort
2009/2010, N = 1973
Retention Rate = 77.3%

A

32 - 36 Year-Old Cohort
2011/2012, N = 1286

Retention Rate = 53.5%

52 — 56 Year-Old Cohort
2012/2013, N = 1806

Retention Rate = 71.4%

72 — 76 Year-Old Cohort
2013-2015, N = 1645
Retention Rate = 64.5%

v

36 - 40 Year-Old Cohort
2016/2017, N=1265
Retention Rate = 52.6%
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59-63 Year-Old
Cohort
2019/2020, N = 1614
Retention = 63.7%

v

74 - 78 Year-Old Cohort
2017, N=1531
Retention Rate = 60.0%

Telephone
follow-up only

78-82 Year-Old
Cohort
2021, N=960
Retention = 37.6%

— MRI Study
Randomly selected for MRI and
blood tests conducted every 4 years
> 40+ 60+
e Wavel - N =551
Wave 2 N =431 N =422
Wave 3 N =324 N =321
Wave 4 N =293 N =274
| e—
Health and
Memory Study
Wave I N=117
¥ Wave2N=138
Wave 3 N = 166
— Wave 4% N = 368




Personality and Total Health (PATH) Longitudinal Cohort Study
40+ cohort Wave 5, 60+ cohort Wave 6

Financial Substitute Decision-Making Questions
‘In the time since your most recent PATH survey, have you been required to make

FINANCIAL decisions for someone else, due to their inability to make these
decision/s?’
‘Who did you make financial decisions for?’

‘In what capacity did you make financial decisions?’

‘| have received clear information about my role and responsibilities as a financial

decision-maker’
‘| found it stressful to make decisions for someone else’
‘Being the decision-maker for someone else exposed me to arguments (and/or

conflict with others)’
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Methods

Analysis drew on:
» 40+ Wave 5 cohort (N = 1412, surveyed online)
» Sub-sample of the 60+ Wave 6 cohort (N = 960, phone) who opted-in to an

additional postal survey (n = 633)
» Population sample weights (Wave 1) used to calculate weighted prevalence

estimates
 Bivariate associations tested with Pearson’s correlation and chi-square
 Hierarchical multivariable linear/logistic regression to control for demographic

and socio-economic covariates

* An analysis plan was pre-registered at https://osf.io/9grj8/
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Prevalence of financial substitute decision-making

In the time since your most recent PATH survey, have you been required to make
FINANCIAL decisions for someone else, due to their inability to make these

Hence the cohorts were analysed

decision/s?’
separately for quantifying prevalence

» 40+ cohort : 5 year prevalence

» 60+ cohort : 3 year prevalence
Crude Prevalence Weighted Prevalence
21.7%

314/1412 (22.2%)
11.4%

40+ (5 year)
71/620 (11.5%)

60+ (3 year)
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Who are financial substitute decisions made for?

Who were financial substitute decisions made for?
80

70

60
) I I I

Spouse/partner Parent Child Sibling Other family Friend Other person
member

Percentage of cohort (%)
w D (9]
o o o

N
o

Relationship of decision-maker to decision-recipient

m Midlife (40+) Cohort  m Older adult (60+) cohort
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Who are the people acting as financial substitute decision-makers?

. 4 Test Test

40+ Cohort (N=1412)

Gender

Marital Status

Education

Self-reported

financial hardship

Household income /

week ($AUD)

Household financial

strain

(responsibility %)

Financial literacy
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Male: 156/664 (23.5%)
Female: 158/748 (21.1%)

Married: 205/969 (21.2%)
Single*: 108/441 (24.5%)

0-10 years: 2/12 (16.7%)
11-12 years: 14/103 (13.6%)
12+ years: 263/1149 (22.9%)

Yes: 44/192 (22.9%)
No: 270/1220 (22.1%)

Less than $650: 14/85 (16.5%)
$650 - $1749: 127/556 (22.8%)
More than $1750: 151/655 (23.1%)
Don’t know/ Refused: 20/112
(17.9%)

Fully (100%): 130/521 (25.0%)
75% responsible: 54/262 (20.6%)
50% responsible: 91/404 (22.5%)
25% responsible: 33/185 (17.8%)
Not at all (0%): 6/39 (15.4%)

100% correct: 72/275 (26.2%)
75% correct: 122/557 (21.9%)

50% or less correct: 120/557 (20.8%)
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X2 (1 df) =1.01,
p=.31

X2 (1 df) =1.76,
p=.18

X2 (2 df) = 4.96,
p=.08

2(1df)=.02,p
.88

¥? (3 df) = 3.25,
p=.35

1>

X2 (4 df) =5.77,
p=.22

X? (2 df) = 3.20,
p=.20

60+ Cohort (n=620)

Male: 43/341 (12.6%)
Female: 28/277 (10.1%)

Married: 47/397 (11.8%)
Single*: 24/218 (11.0%)

0-10 years: 0/14 (0%)
11-12 years: 7/64 (10.9%)
12+ years: 64/536 (11.9%)

Yes: 1/14 (7.1%)
No: 69/599 (11.5%)

$575 or less: 2/89 (2.2%)

$576 - $1700: 48/385 (12.5%)
More than $1700: 16/102 (15.7%)
Don’t know/ Refused: 5/35
(14.3%)

Fully (100%): 50/321 (15.6%)
75% responsible: 7/98 (7.1%)
50% responsible: 11/102 (10.8%)
25% responsible: 1/57 (1.7%)
Not at all (0%): 1/34 (2.9%)

100% correct: 18/173 (10.4%)
75% correct: 32/254 (12.6%)
50% or less correct: 21/194
(10.5%)

X2 (1 df) =0.71,
p=.40

¥2 (1 df) = 0.03,
p = .86

¥? (2 df) =1.93,
p=.38

¥2 (1 df) = 0.01,
p=.93

X2 (3 df) = 9.77,
p = .02*

X2 (4 df) = 15.0,
p = .005**

X2 (2 df) = 0.59,
p=.74




Who are the people acting as financial substitute decision-makers?

« QOther than weak effects of household income and household
financial responsibility (in the 60+ older adult cohort), demographic

factors were not associated with financial substitute decision-

making.
« A situation/experience that can affect a wide variety of people,

particularly during mid- and later-life stages.
« Mid-life financial substitute decision-making is predominantly for
parents (76%). Older adult financial substitute decision-making is

predominantly for spouse/partners (63%).

« So what are the implications of exposure to this role?
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Is financial substitute decision-making associated with increased
Socio-economic

household financial responsibilities?
Univariate Demographic
Financial substitute decision- 0.19 (0.07) .006™ 0.19 (0.06) .002** 0.17 (0.06) .008**
maker (Yes)
Age 0.02 (0.02) 31 0.02 (0.02) .33
Gender (Male) 0.15 (0.05) .009** 0.16 (0.06) .011*
Marital Status (Single) 1.14 (0.05) <.001*** 1.13(0.05) <.001***
Cohort (60+) -0.26 (0.33) .44 -0.23 (0.35) .50
Gender (Male) * Cohort (60+) 0.28 (0.11) .008** 0.26 (0.11) .016*
Education (11-12 years) 0.72(0.31) .026*
Education (12+ years) 0.72(0.31) .022*
Self-reported financial 0.19(0.09) .03*
hardship (Yes — sometimes, or
often)
. F =53.2, p <.001
Yes — even while controlling for a range of demographic | Rqiared = 550

and socio-economic factors
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Under what authority are financial substitute decisions made?

Type of authorisation for financial substitute decision-making by cohort

100.00 -
Formal Informal People in the
206e — ' ' ' midlife (40+)
80.00 cohort more
g 70.00 I|ke|y to have
S w000 formal
< authorization
o 50.00
Y for the
= 40.00 o .
5 financial
g 3000 substitute
20.00 decision-
10.00 I making role
0.00 - - - - | . e
Ongoing legal Temporary legal Appointed Existing Informal Personal request  Don't know (XZ (1 df) =
authorisation authorisation authorisation arrangement arrangement (e.g. sharing bank
(e.g. Enduring (e.g. General (e.g. from a (e.g. as ajoint (e.g.informal  account details) 796, p = 005)
Power of Power of Court/Tribunal) signatory on a family
Attorney) Attorney) bank account) agreement)

Type of authorisation

m Midlife (40+) Cohort ~ m Older adult (60+) cohort
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Which factors are associated with ‘decisional distress’ in the
financial substitute decision-making role?
- OR (95%CI) -

T
Age 1.06 (0.85-1.32)  0.62 1.09 (0.93-1.28) 0.27 0.80 (0.67-0.96) 0.02*
Cohort (60+) 0.22 (0.00-19.9) 0.51 0.11 (0.00-2.62) 0.17 0.01 (0.00-7e")  0.79
Gender (Male) 1.40 (0.68-2.91) 0.90 0.44 (0.26-0.73) 0.002** 1.59 (0.95-2.68) 0.08
Education (11-12 years) 0.12 (0.00-9.12) 0.35 0.70 (0.02-208) 0.82 0.37 (0.00-11.2) 0.52
Education (12+ years) 0.33 (0.01-172)  0.58 1.10 (0.04-29.4) 0.95 0.78 (0.00-21.0) 0.87
Marital status (Single) 1.60 (0.77-3.25) 0.20 1.00 (0.60-1.64) 0.99 0.88 (0.52-1.48) 0.63
Financial Hardship (Yes, sometimes/ often)  0.48 (0.14-1.39) 0.21 1.31 (0.63-2.71) 0.47 2.70 (1.30-5.78) 0.009**
Deciding for a spouse/partner 0.55 (0.15-1.84) 0.34 0.60 (0.23-1.51) 0.28 0.60 (0.21-1.60) 0.32
Deciding for a parent 0.86 (0.38-1.97)  0.71 0.65 (0.36-1.16) 0.14 1.17 (0.64-2.14) 0.61
Authority (No formal authority) 4.22 (2.06-8.76) <.001*** 0.89 (0.50-1.57) 0.70 0.92 (0.51-1.65) 0.61
Eysenck — Neuroticism 1.02 (0.90-1.14) 0.78 1.01 (0.93-1.10) 0.80 1.03 (0.94-1.12) 0.55
0.96 (0.87-1.05) 0.35 0.99 (0.92-1.06) 0.70 1.09 (1.01-1.17)  0.02*
1.07 (0.87-1.32) 0.50 1.11 (0.95-1.29) 0.18 1.07 (0.92-1.25) 0.36
0.1 0.96 (0.89-1.02) 0.21 0.95 (0.88-1.02) 0.16
0.57 0.99 (0.60-1.68) 0.99

Eysenck — Extraversion
0.87 (0.53-1.43)

Eysenck - Psychoticism
0.92 (0.83-1.02)

0.88 (0.43-1.84) 0.73

Pearlin Mastery Scale
Financial literacy (Lusardi et al) 75%-100% correct
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Implications

Financial substitute decision-making is prevalent in mid-life and older
adulthood — regardless of demographic or socio-economic factors.

» In mid-life decisions are mostly made for parents.
* In older adulthood decisions are mostly made for spouse/partners.

Financial substitute decision-making is associated with increased

household financial responsibilities.
» A substantial minority (~10-40%) experience distress in making substitute

financial decisions.

Those who use informal approaches experience increased risk of
lacking information about the financial substitute decision-making role
Those experiencing financial hardship more likely to experience
arguments or conflict in the financial substitute decision-making role.

Findings may assist in targeted outreach and education about financial

literacy and financial substitute decision-making.
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Thankyou!
Craig Sinclair: c.sinclair@unsw.edu.au, @csinclair28
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