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1 Introduction

Our position is that ‘End of Life’ is within

a continuum of ‘Whole of Life” which arise
before, during and after end of life, including
after life ie ‘Right of Internment’.

Bourne and Associates welcomes the
opportunity to present this paper to the
Parliament of Victoria’s call for submissions
into the Inquiry into End of Life Choices, 2015.

The reality is, legislative change is needed

- we need to spend more to ensure a quality
system with related legal and medical services.
This, it seems, we are not prepared to do.

... the cost is born by those who are ill, are
elderly (‘baby boomers’) and do not have the
capacity to vote, advocate, speak, act for
themselves.

Reasons for change: human rights argument,
ageing population (argument that the baby
boomers are unlikely to accept the

default low quality of care as they age and
move into residential aged care facilities
(RACFs) and the dignity argument.

The starting point is ‘human beings’ - defining
problems, then set about finding innovative
solutions that fulfil the needs, wants and
desires for the benefit of the individual, the
collective, the community, our nation.

bourneandaSgbmigstens?65

This reality necessitates new ways of working,
new ways of thinking.

Our findings reveal that there are occurrences
where the current legislative framework is not
appropriate for Victoria’s citizens as we move
into a modern and contemporary Victoria in
the twenty-first century.

It is through the Parliament of Victoria that
legislative change can, and should, occur to
meet the demands of the new reality.

In this paradigm, it is fundamental that we
do not merely replicate and rehash existing
policies and systems (models).

A diagnostic and forensic approach is
required to determine the human element for
“Whole- of-Life/End of Life Choices”.

In this context, we strongly urge the
Parliament of Victoria to design innovative
solutions and the legislative changes that
impact value to its citizens: to be all we are for
all our days - even when we have no voice.

...unified and coordinated efforts at
the national level must continue to
preserve and protect the human rights
of vulnerable aging populations.!

1 Dong, X.Q. (2015) Elder Abuse: Systematic Review
and Implications for Practice. American Geriatrics
Society, 63, p1235.
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To be all we are for all
our days - even when
we have no voice.

2 Overview

We know the number of elderly is rising and will continue
to do so as ‘baby boomers’ retire and age. In due course
circumstances will arise which will impact even further on our
nation (economy, education, medical and legal), communities
(urban, regional and rural), families and individuals.

Whole-of-life There has never been a more critical stage to
confront the challenge of addressing issues related to, we
contend, ‘Whole of Life’, rather than ‘End of Life’ - caring for

a generation of older Australians who has better health, more
wealth, an independent spirit and an expectation of whole-of-life
care being given that recognises their individual needs, wants and
desires than any previous generation.

This requires a fundamental change in attitudes, in prioritising
and expanding the existing funding in health care, education and
training, making appropriate regulatory changes and delivering
media campaigns to change perspectives of the value of our older
citizens from a cost to the community to an investment that has
no greater need than determining our own value as human beings.

Since our earliest beginnings, societal beliefs and values have
travelled from generation to generation. In understanding that
people cared for others who had impairment through iliness

or injury by providing, at the most basic level, sustenance, shelter
and rudimentary medical assistance demonstrates that an
individual was valued by that society. If a person could not source
food and water, create a shelter, or other activities that required
physical attributes, then their value was through accumulated
wisdom, knowledge and/or emotional fulfilment. The journey of
what it was to be human began and the journey continues.
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Do you not see my
family wants our
home, our money

- they think it’s theirs.
I no longer have
specialist care - they
say it costs too much;
but it’s our money.
It’s us who have
worked so hard to
get what we have to
live the life we want
and desire?

Will you help us,
protect us so we can
live our life, not the
life they make us live?
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I see. I hear. I feel. I feel, I want and
desire. I speak... but do you have
the patience, the time and the ability
to understand me in the way [ am
now that is different from before?

MDD
THtnn NN

8 Catalyst for Change

The following arises out of experiencing a range of limitations and
inadequacies of the system that impact directly on the life of the
aged person and family members.

11
1

This entails recognising the felt impotence, powerlessness and the
seeming conspiracy of a cone of silence.

The following pages set down key issues that underpin what is
required for an ageing population that is expanding with new
needs developing (‘baby boomers’):

e In how they are treated and their needs met.
e In how the law deals with their rights.
e |n the range and capacity of services to meet their needs.

Our ‘identity’ is grounded in each human being’s unique character
- his/her needs, wants and desires and the right to have these
met through their whole-of life journey. When the actions of others
take away these rights, this is ‘ldentity Abuse’.

Whatever the effort to tackle this form of abuse, it is needed
and necessary - to be all we are for all our days, even when
we lose our voice.
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Am [ of so little value
and less than you
because I have ill-health
and the years make me
a little greyer?

4 Identity Abuse

Definition

An inadequate range of care and
responses to needs, wants and
desires which runs mostly, or
totally, counter to an individual’s
sense of identity, self-concept,
lifestyle preferences, priorities
and choices.’

Note: ‘Identity abuse’ is not only limited to lack
of respect, lack of quality and lack of dignity.

A ‘sense of identity’ is integral to each
human beings character- his/her needs,
wants and desires and how these are met
through our whole-of life journey, which is
not exclusive to end of life.

We support a notion of ‘identity abuse’ to be
where there is an inadequate range of care
and responses to needs, wants and desires
of older Australians which can run mostly,

or totally counter to, an individual’s sense of
identity,self-concept, lifestyle preferences,
priorities and choices.

It includes either errors of omission as
well as comission, and whether an older

Extract:

Eat Bananas. Identity Abuse in the Care of Older Australians.
Bourne and Associates, 2010, page 1. Submission to the
Productivity Commission, Care of Older Australians.
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individual is aware or unaware, results in
‘disempowerment’ and at worst, assumption
and/or denial of their rights as a human being.

This abuse stands at the essence of who
we are as individuals - our identity and
the right for self determination regardless
of age, language, religion, gender, health,
sexual orientation, socio-economic status
and ethnicity with each having their own
unique identity.

We reject the notion, that because there
may be difficulties in constructing legislative
and other safeguards to address this form
of abuse, that the abuse has to continue
unabated.

We strongly recommend that action is
warranted as lives are being impacted now
and with the increasing number of baby
boomers reaching older age in the months
and years to come, it is our contention that
the abuse will continue to grow.

Whatever the effort to address this form
of abuse, it is necessary to tackle it for
to do otherwise is to diminish us all as it
stands at the core of humanity and civil
liberty.

Be not mistaken, in our experience, families
take away the rights of those they are given
duty of care.

Individuals have spoken to the authors
about their parents, grandparents, aunts,
uncles and friends who have, and are being,
subjected to Identity Abuse.
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I want my privacy, my own bed, to
sit on my comfy chair, feel my fluffy
sheets in my own bed. I'm angry,
frustrated, afraid, powerless -1 tell
them the only way I know how. I yell,
I flay my arms, [ scream. They choose

to not understand. The doctor says
I’'m psychotic and wants to pre-
scribe Risperidone - does he know
what that can do to me? Or doesn’t
he care as long as it keeps me
seated, keeps me silent? I'm not
psychotic, I am just telling you in
my own way what I want and what I
don’t want. The money’s there in the
equity in my home to take care of
me so I can live the life I want.

Their views have informed this submission.
Their response to being identified by name
was negated by all, therein, their responses
are confidential.

When talking about their situation, the
common response was guilt, disempower-
ment, despair, resignation, secretiveness,
anger and/or the notion of unfairness.

They strongly support Bourne and
Associates actions to formally acknowledge
‘identity abuse’ and the steps to have this
form of abuse acted upon, especially
regulatory arrangements.2

Extract:

2 Fat Bananas. Identity Abuse in the Care of Older Austral-
ians. Bourne and Associates, 2010, page 2. Submission to
the Productivity Commission, Care of Older Australians.

Recommended for Action

1. Add ‘Identity Abuse’ to the existing

list of abuses in Australia and at inter-
national level including the United Nations,
S0 peoples globally may benefit.

. Generate innovative solutions that are

purposefully designed to address
|dentity Abuse.
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I am a feisty woman who votes as
she thinks fit - and in a different
direction to my husband. My elder
daughter had always voted as
“Daddy” told her to do. That daughter
helped me f{ill out my postal voting
papers and made sure that I voted
for the “correct” party. How’s that for
identity abuse!

5 Judicial, administrative, legislative

5.1 Auditing

“Who guards the guardian” - ie those who
hold Guardianship/Power of Attorney. It is
our contention that the Powers of Attorney
Act 2014 that commenced on 1 September
2015 does not address the requirement

of auditing ie auditing to ensure the
responsibilities and duties are carried out
as set down in the legal document.

5.2 Guardianship/Power
of Attorney authority

Who can apply for Guardianship/Power

of Attorney and who is informed prior to
person/s being granted the authority ie one
family member applying and being granted
authority without siblings or other family
members being notified prior, during or after
being granted authority.

5.3 Medical - Capacity

Particularly focusing on enduring Guardian-
ship, Powers of Attorney (financial, legal and
medical), as well as matters concerning
privacy and informed consent ie when a
person has capacity/does not have capacity.

5.4 VCAT
Changing the current policy of VCAT that

withdraws proceedings when the person
dies before the matters are concluded ie
matters that are not resolved and have
implications other than for the deceased.

5.5 Reporting

In our view there are impediments to a
transparent and satisfactory outcome when
making a notification to AHPRA.

The Health Practitioner Regulation National
Law Act 2009 (National Law) restricts
information that can be provided to those who
submit a notification to Australian Health
Practitioner Regulation Agency (AHPRA).

The consequence of this is that the notifier/s
can be provided with brief and inadequate
response to their concerns.

Additionally, notifier/s are prevented from
discussing the outcomes of the notification
with anybody, including family.

The process lacks transparency:
e Notifier/s - lack of information.

For notifiers it can be a process that

is thwart with frustration and immense
emotional stress arising out of the
circumstances that led to the naotification
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ALTERNATIVE THINKING.

MDD RN

Rights to our privacy
are not up for grabs!

being lodged, the longevity and
complexity of the AHPRA process

and then being unable to find out about
the details of the findings and the lack of
transparency.

e  Currently, notifiers are considered a
‘member’ of the public’ and, therein,
are not advised of the full results of their
notification.

Notifiers notify because they have had
an injustice done to them. Those
suffering an injustice notify AHPRA
and as such are not a ‘member of the
public’. The notifiers have a vested
interest in being fully informed of the
outcomes of AHPRA’s findings.

e |ncomplete information for Australians
seeking the services of health
practitioners.

When Australians are seeking the
services of a health practitioner, they
require information such as to be fully
informed about the professional
competence and conduct of the
individuals they are selecting.

Omitting from view details of misconduct
or malpractice could reasonably put the
public ‘at risk’ or ‘negligent responsibility
regardless of any ‘privacy considerations’.

In the present circumstances dealings
within AHPRA processes might be seen
as denying a just and satisfactory out-
come, especially for the notifier.

Recommended for Action

1. Change the Health Practitioner Regulation
National Law Act 2009 (National Law) to
be a transparent and just process.

2. When there has been a notification, list
the findings and ‘actions taken’ on
AHPRA's ‘Registers of Practitioners’.

3. The results of notifications are listed on
AHPRA's ‘Registers of Practitioners’.

4. Notifers to AHPRA are to be fully
informed of the full results of their
notification and they are not restricted
from speaking about their notification.

Page 11 of 33
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Yes, from when they were small and
into adulthood, I have spoken to my
children about what I want in my older
years should I become ill ... they
promised I would always live in my
home and they would take care of me
there in illness and old age - such has
it been with all our family.

My daughter, who had moved back
into my home, packed my bag and
led me out of my own home, drove
me to an aged care facility and left
me there never to return to my home,
my beloved home - the place that is
mine to be on this earth. I plead
looking into her eyes saying again
and again, “Home”. “Home”.

Note: She died less than a year later; not of Alzheimer’s,
disease, but heart failure in the age care facility, not in her
own bed, her own home. She had the resources to do so.

Who guards the guardian?
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6 Medical Matters

6.1 Relationship between
GPs and specialists

The working relationship between GPs and
specialists - assumption of responsibilities?
Who? When?

6.2 Medical Practice and
Continuity of Care

Medical/agency staff within care facilities
and the relationship to GPs and specialists’
treatments and medication including on-
going and up-to-date knowledge of drugs
especially their applicability, side-effects
and monitoring.

Recommended for Action

1. Specialists and GPs cannot sign a POA
and Guardianship to one or more family
members without all the family members
having knowledge of and having the
opportunity to be signatories to any POA
or Guardianship.

2. We contend that there is a significant
gap between the interface between how
medical POA is defined and how lawyers
define responsibilities ie standards, a
program of Continuous Quality
Assurance (monitoring/assessing/auditing)
that is administered by an independent
authority to ascertain that the medical

bourneandaSgbigstens?65

My brain is just another body
part. Would you treat me as you
do if I lost the use of my arms, my
legs, my kidneys, my eyes, my
hearing? So don’t make me suffer
even more and treat me as if I'm
gone. [ am me and I’'m here.

POA is actually being delivered.

. Registration of medical POA with some

central public medical authority with
copies to family members.

. Conditions to be placed on availability

of information and privacy. Family
members should have no right to medical
information on capacity until it is clear
that incapacity is demonstrable by more
than one appropriate specialist.

“Rights to privacy are not up for grabs!”

. With increasing research on Alzheimer’s

Disease and concurrent syndromes/
disabilities, the progress and states/
stages need to be more adequately sign
posted for demonstrable professional
determinations of_incapacity.

. Where there is an on-going medical

condition eg Alzheimer’s Disease, the
person holding the medical POA cannot
stop treatment given by a specialist
unless the treatment is demonstrably not
contributing to the health or well-being
of the patient.

The specialist granting or signing off on
a medical POA should have, thereafter,
all over-riding responsibility and ‘duty
of care’ in respect of medical matters
including drug administration especially
prescription drugs.

Nursing home GPs and other private

Page 13 of 33
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anager])

GPs and relationship with specialists

- a Management Plan for each resident
detailing overall care management and
relationship with aged care facility/nursing
home and GP/specialist.

Regulations governing the ability of GPs to

provide prescription drugs without up-to-
date knowledge of the appropriateness of

the medication, and their side effects.

Care facilities - within the Management
Plan, medical staff with the appropriate
level of training to be actively responsible

for monitoring changes in the patient’s

1.

andasSybuikstens?65

ALTERNATIVE THINKING.

condition and call GPs and/or specialists
for assessment without delay.

Following the administration of prescription
drugs GPs and/or specialists are
responsible for the monitoring and
assessment of the patient within a
planned and co-ordinated program -
‘Management Plan’.

. GPs who attend patients in private homes

and care facilities to have regularly
up-dated and certified training in medical
conditions and related prescription
drugs associated with the elderly.

Page 14 of 33
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1 www.abc.net.au/lateline/‘Butler
joins Lateline’, 16/08/2012

2 Ballard, C., Hanney, M. L., Theo-
doulou, M., McShane, R., Kossa-
kowski, K., Gill, R., Juszczak, E.,
Jacoby, R. (2009) The dementia
antipsychotic withdrawal trial
(DART.-AD): long-term follow-up
of a randomised placebo-control-
led trial. The Lancet Neurology,
8 (2), 2009, 151-157.

3Van Marum, R. J., Jansen, P. A.
F., Souverein, P. C., Alfred F. A.
M. Schobben, A.F. M., Egberts,
A. C. G. (2008) Antipsychotic
Drug Use and Risk of Pneumonia
in Elderly People. Journal of the
American Geriatrics Society, 56
(4), 661-666.
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When I'm happy, or sad, I clap my
hands for a few seconds and say out
loud, ‘Ahhhh’. They don’t like that.
I've always walked, never had a
car. I like walking in the garden.
They don’t like that either. I swallow.
The pill goes down. I don’t walk any
more, or clap my hands. I can’t talk
any more, not even ‘Ahhhh’.

4 Antipsychotic Drugs

Lateline, 16 August 2012. Mark Butler, Mental Health and Ageing
Minister stated that there is very significant use of anti-psychotic
medication, essentially for behaviour management, rather than
psychotic disorders.!

In a study published in The Lancet Neurology, ‘The dementia
antipsychotic withdrawal trial (DART-AD): long-term follow-up of
a randomised placebo-controlled trial’, the authors stated, There
is an increased long-term risk of mortality in patients with AD who
are prescribed antipsychotic medication; these results further
highlight the need to seek less harmful alternatives for the long-
term treatment of neuropsychiatric symptoms in these patients... 2

Another study published in Journal of the American Geriatrics
‘Antipsychotic Drug Use and Risk of Pneumonia in Elderly People’
the authors reported, Use of antipsychotics in elderly people is
associated with greater risk of pneumonia. This risk is highest
shortly after the initiation of treatment, with the greatest increase
in risk found for atypical antipsychotics... ®

Numerous papers have since been published that support the
above views and findings (see Sources: p23, 24).

Safeguards ie policies and processes are required to protect
individuals who cannot speak for themselves, and those, for a
variety of reasons, are unable to take action to protect those who
cannot speak for themselves due to:

e (Care less attitudes and actions.

e Secretiveness by those who do not provide full disclosure
of what is being administered.

e |naction by family members/friends arising out of guilt, grief,
despair, anger, resignation, disempowerment.

Page 15 of 33
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I stare. My fingers are stiff. [ forget
to chew now. I see her; she cuddles
me, holds me; she can’t take me
home with her, she’s not allowed,;
her eyes are wet. Soup. She puts a
spoonful in my mouth. I hold it in my
mouth. She tickles my cheek with
her finger. I swallow. One word.
One word, “Beautiful”, I say and our
eyes bathe in each other’s love. She
leaves. I lay me down to rest now.
My heart beats no more.

e Belief that GPs, specialists and care staff are acting in
the best interest of the individual.

e |l health.

e Fearful to speak out lest there be repercussions for their
relative in care.

e |ntimidation by family, medical and/or care staff.

Recommended for Action

1. Remove antipsychotics eg Haloperidol and Risperidone from
the current range of drugs administered to control behaviour
when there is no psychosis in dementia and Alzheimer’s Dis-
ease patients.

2. Antipsychotics and other prescription drugs be restricted to
specialists for those who have Alzheimer’s Disease and
other illness which renders patients incapable of speaking for
themselves.

3. Mandatory monitoring and reporting when patients are
administered prescription drugs between GPs, specialists and
aged care facilities, nursing homes or private residences.

Page 16 of 33
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" The Victorian Law Reforn
Commission’s Guardianship:
Final report (18 April 2012).
Retrieved: July 2015. www.
lawreform.vic.gov.au/projects/
guardianship-final-report#.dpuf
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I am just a little older, and ill ... butI
am all that I was before - I still don’t
like bananas, they make me feel ill; I
still love designer clothes, but I don’t
wear them any more; I love to hold
my daughter in my arms and sit in the
sun with her, I feel the warmth and so
much more. I am me and I’'m here.

8 Communication Inventory

‘Communication Inventory,” otherwise referred to as ‘Advance
Care Planning’ or ‘Instructional Directives’.

Each of us are multidimensional beings. For those, who due to
illness or injury, cannot voice their needs, wants and desires, we
recommend that an inventory be designed to document his/her
choices and that it be used to direct management.

Recommended for Action

1. Binding instructions. The inventory is to be a legal document
to be delivered and sustained for whole-of-life such as at an
appropriate time this can be referenced within a likely prognosis
for future need for care such as a diagnosis of Alzheimer’s.

2. ‘Communication Inventory’ will necessary be fulsome in its
content covering legal, medical, well-being and life style needs.

3. We submit that sustaining an individual’s sense of identity (and
preventing abuse) is not an aim, but a necessity invested with
the person/body with Guardianship/Power of Attorney authority
- please refer to the ‘Guardianship’.

Advance Care Planning’, Chapter 11: whole-of-life planning,
there are those that have vested interest and do not provide the
care the person requires to live the life they wish regardless of
their age, health... (p206).!

It is not to be an Inventory that ‘aims’ to deliver, but actually
delivers. The Inventory will require the highest level of systems
management to deliver what is required. Equally it will require
accompanying training along the Value Chain from manage-
ment-to-carer-to-person.

3. If the cost to implement the ‘Communication Inventory’ cannot
be met by the individual it will be met from public funds.

Page 17 of 33
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I’'m a farmer you see.

I really have to see the
sky, feel the wind, see
the clouds, smell the air

- i1s it going to rain today?
I lay in my bed and look
to the light, but I can’t
see out. They’ve nailed
the net curtains, so I can’t
pull them back.

I look down at the floor.
My niece visits; she
twists the curtains back
and ties them with a towel
to hold them. I can see
the sky, the plants, the
clouds - it’s windy.

Tears creep along my
eyelid and slide down
my cheek.

Her worried face studies
mine, ‘Are you Ok?’ she
asks. I just grip her hand
in mine and hold her
close, for I know when
she leaves so will the sky.

My sister is in another
place - she looks at the
floor like I do; that’s all
there is.

Page 18 of 33
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I’'m so very cold. Why don’t you
dry my hair? The water is dripping
and soaking my clothes. My elder
daughter talks to you - you tell her
it’s too costly to dry my hair. She
says she’ll buy the hair dryer - and
she does, why won’t you use it?

I’'m so very, very cold...

9 Well-being

Definition - the state of being comfortable, healthy and happy.

Provide living environments in which an individual’s preferences
are delivered to meet his/her life style and life choices from living
spaces, food, music, clothing, activities, furnishings and more
(see next page please).

To ensure an individual’s well-being, the person needs to
communicate with those looking after them whether in their own
home or other environments such as aged care facilities.

Recommended for Action

e Communication Inventory (p14) - a list of each item required so
that individual receives the care they need, want and desire.

Page 19 of 33
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Change Attitudes

| was talking to the head
nurse at the nursing home
about my mother’s intense
dislike for bananas, even
to the point of making her
feel physically nauseous.
The response - she
doesn’t remember she
doesn’t like bananas. My
mother still has bananas
set before her.

On another occasion |
expressed my wish to
spend even more time with
my mother. The response

- she doesn’t remember if
you are here or not, when
you last visited, or if you
visit at all. Your concerns
about how frequently you
visit are about your own
needs, not hers. How
wrong she is. My mother
stands up tall, her face and
eyes shine, she hugs and
kisses me and holds tightly.
She knows when | am
leaving and sadness engulfs
her whole body; she hangs
her head; her eyes dim;
she knows and feels. You
just have to have patience
to observe and learn other
ways of communicating.

Extract: Eat Bananas. Identity Abuse ino;f;);"mw -
Care of Older Australians. Bourne and Associates,
2010, page 7. Submission to the Productivity
Commission, Care of Older Australians.

Maslow’s Hierarchy of Needs segments the areas which relate to an individual’s
well being and health (see attachments). Identity abuse, in its various manifestations
can be aligned to each layer from basic physiological needs such as food, sleep
through to self-actualisation. Our views support the findings of CJ Scholzel-
Dorenbos, et al.!

Are these not simple needs?
Well, actually no - when it comes being elderly and cannot speak for yourself.

Individuals have spoken to the authors about their circumstances. Some of their
stories are below. One individual writes :

In my own family, | observed this [identity abuse] with alarm with regard to my mother’s care.
After she had an illness which meant that she had difficulty coping alone at home, games were
played to get her to change her executors - without discussion between the siblings. Trans-

ferred to a lower order nursing home, very much against her will, when she could have been

cared for at home (concern about eroding the (modest) inheritance being a likely reason).

But there was another form of identity abuse - Federal election. My mother was a feisty
woman who voted as she thought fit - and in a different direction to my father. My elder sister
had always voted as “Daddy” told her to do. That sister helped her fill out her postal voting
papers and made sure that she voted for the “correct” party. How’s that for identity abuse!

Others’ experiences are :

When | had my voice

| can’t verbalise my needs,
so this is my life today

My home was my haven, my safe place, it
is the one place | want to be in this world.
To pay it off and own it was a monumental
task. My children promised to never put me
in a nursing home, but look after me in my
own home as our family has always done
with our elderly.

I’m in a nursing home. One of my children
put me here. She moved back in with me
and now she believes my home, that | paid
for, is hers. She doesn’t want carers in

the house. Now I'll never sleep in my own
bed again. | can still say a few words. | tell
them, “I want to go home”. No-one listens.

| always dry my hair after showering or
bathing.

They have showered me and now I'm
sitting in a chair with wet hair. I'm cold.

| don't like fruit, most especially bananas,
except for fruit when it is in an apple pie, a
cake or lolly.

Even though my daughter told them about
my intense dislke of bananas, they still
serve it to me.

| have always worn best quality clothes,
especially designer labels, | was a model.

| wear op shop, or low end department
store clothes now.

I’ve never worn track suits - no style.

I now wear pull on track suit pants.

I’ve always worn jewellery - love it.

My jewellery was taken from me.

One of my children took out a Power of
Attorney.

[As advised by her specialist doctor,
medically this individual did not have the
capability to consent and was not a signatory.
Furthermore the specialist was not consulted
at any stage during the process of obtaining
the authority, nor was a signatory.]

| have lost all say over my financial matters
including my home and the daughter, who
| asked and has taken care of my money
over the years, didn’t know about this
Power of Attorney until years after the
papers were signed.

1. Scholzel-Dorenbos, C. J., Meeuwsen, E. J., & Olde Rikkert, M. G. (2010). Integrating unmet needs
into dementia health-related quality of life research and care: Introduction of the Hierarchy Model
of Needs in Dementia. Aging Ment Health, 14(1), 113-119.
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ALTERNATIVE THINKING.

Hands washing me, no, oh no! Drying
me, dressing me, seeing me without
my clothes on. Please. No.

Where is the warm jumper bought
for me - it’s gone so is my make-up,
my jewellery and perfume. Where
is the food to nourish me?
Everything has been taken from me.

I weep silently. Home. I ask and ask
until in the end I know you won'’t let
me go home will you?

I’'m now a prisoner where I lay.

Source: “Healthy diet could cut risk of
Alzheimer’s disease”. http://www.ncbi.
nim.nih.gov/pubmedhealth/behindthe
headlines/news/2015-03-31-healthy-diet-
could-cut-risk-of-alzheimers-disease/

NN

=
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I need knowledgeable and skilled
people caring for me. Do you
think less than a couple of months
training is all I deserve? Do you
think that’s all I'm worth?

1 O Workforce Requirements

Quality services and integration of education/training at every
level from carers to GPs, specialists, as well as management and
administration from basic courses to life-long learning and
career paths.

Recommended for Action

1. Further investment of funds to upgrade quality education and
training in both home and supported care particularly in regard
to those with Alzheimer’s Disease, dementia, aged care in
general, elder rights and identity abuse.

2. Increase the number of specialists - psychogeriatricians,
psychiatrists, geriatricians and neurologists.

3. Create an innovative program to attract under-graduate
medical students to the aforementioned specialist practices.

4. Delivery of education and training at every level from basic
courses to life-long learning.

The poor quality of training in some sectors of the aged care
workforce requires urgent attention. This is evident in the
example of care attendants who may have as little as 6 weeks
training.
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Why is there no headstone on
my grave? Do you not honour me,
celebrate my life ... love me?

11 Right of Internment

From our understanding, the ‘Right of Interment’ is held by

the person/s who pays for the grave site. This ‘Right’ can have
significant and on-going impact and consequences for the person
interred and other family members.

In our view, we believe the current regulations are weighted on
side of the person holding the ‘Right of Internment’.

The regulatory bodies:

e Cemeteries Trust. We understand that the current process
is not conducive to appeals being granted.

e VCAT. Placing a ‘Right of Internment’ appeal before VCAT places
significant financial and emotional burden on the applicant, and
the outcomes are uncertain. More often than not appeals are not
made as it is a better choice to avoid the stress and cost
consequences against an outcome that is uncertain.

Only the signatory/s to the ‘Right of Internment’ has authority;
all other persons including family members have no rights.

As the ‘Right of Internment’ is passed on by the signatory/s upon
death to a person of their choice, other family members are
excluded for all time.

The power that the person having ‘right’ has exclusivity.
Recommended for Action

1. Mandatory disclosure. A mandatory process that advises
family members (inclusive of spouse/partner and all children of
the deceased) of the ‘Right of Internment’ and their right to be
signatories.

2. Appeal process. When matters arise out of the above
disclosures not being met, a family member may appeal and
where, appropriate, retrospectively. Family members particularly
his/her spouse, children and/or parents can be granted a
‘Right of Internment’ that recognises their rights eg to place a
headstone or commemorative plaque on the grave site if the
signatory has denied it. 20
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In the months, decades and ages

to come no-one will be able to find
mum and her brother, and be where
their beautiful bodies lie and know
them, weep for them, remember
them, tell their stories, smile,
celebrate and honour them. Is this
morally right or justifiable?

Case Study

On Sunday drives mum would have her brother stop the car to look at
cemeteries in towns and along the road-side. She loved reading the
headstones of those who had passed. And even more so about our
family who have passed away.

Mum and | spent many hours searching the grounds and records of
cemeteries for the grave sites of our loved ones - we would sit and
talk to them and about them, recount stories of their lives and say the
‘Lord’s Prayer’ together before leaving...

About Angels.

During our visits to [her grandfather’s] grave, we drove past a
beautiful monument and mum would say, “I want that on my grave”.
She pointed to a huge, exquisite angel.

| would retort, ”I'd have to sell my house to buy that sculpture”! She
would laugh joyously, and meant what she said, “Don’t care, that’s
what | want.”

Now the time has come to place a beautifully sculptured angel on
her and her brother’s grave, but | cannot; her son holds the ‘Right of
Internment’. He will not give his permission and this decision is
supported by her other daughter - so my beloved mother lies in an
unmarked grave beneath an expansive lawn.

| have implored my siblings, talked and written, sought and paid for
legal advice and work - all to no avail. He owns the ‘Right of Intern-
ment’ and is using it for personal motives to the detriment to the wish-
es of our mother, and as our lawyer wrote to me, “I could not

extract any rational reason for the refusal to agree to the memorial.
There would appear to be none...”.

Extract: “Love Never Fails”.
Carolynne Bourne. June, 2015
(a family history publication)
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Whatever the effort legislatively and
economically to tackle the issues raised
in this paper, we urge the Parliament of
Victoria’s ‘Inquiry into End of Life Choices’
to deliver the items ‘Recommended for
Action’ that enable us to be all we are for
all our days, even when we lose our voice.

1 2 Conclusion

As we move into a modern and contemporary society in the 21st
century, the Parliament of Victoria needs, and should, determine
the necessary changes to legislative framework where it is not
appropriate for Victoria’s citizens who through illness, or other
impediments cannot speak for themselves.

In brief:

e Human rights. Add ‘Identity Abuse’ to the existing list of
abuses in Australia and work with Bourne and Associates at
an international level including the United Nations, so peoples
globally may benefit.

e Champion (including media campaign) to change the mindset
and attitudes towards older citizens - recognise them as equal
regardless of age, ethnicity, language, religion, gender, sexual
orientation, health or socio-economic status with each having
their own unique identity.

e |Improve the level and range of education and training programs
in the care of the elderly.

e Foster medical practice and treatments that meets each
individual’s needs; ie not the needs of organisations, or family
environments in which they live.

e (Change medical and legal systems concerning privacy and
informed consent ie when a person does not have capacity/
has capacity.

e (Change regulatory arrangements particularly Enduring Powers
of Attorney and Guardianship ie “who guards the guardian”?

e Communication inventory. Implement a system controlled by a
regulatory framework in which care of the elderly is delivered to

Photo: www.google.com.au/ meet each person’s needs, wants and desires ie individual and
search?g=free,+open+book& i i ; :
1061 it 151 & tbimeisah communal spaces in aggd care famhhes/nursmgl and their own
&tbo=u&source=univ&sa=X8ved homes and related policies, systems and operations.
=0CCcQ7AIGFQOTCLOjy8mn3M . o
cCFUQZpgodYuUHBQ&dpr=1 e Change the ‘Right of Internment’ as advanced in this paper.
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obtained from death certificates.

In total, 165 patients were randomised and of these, 128 started
treatment - 64 on antipsychotics, 64 on placebo. At 12 months,
there was 70% survival in the antipsychotic group compared with
77% in placebo.

However, longer term follow-up revealed bigger differences in
survival. At 2 years, survival was 46% in the antipsychotic group
and 71% in the placebo group, and at 36 months the difference
was even greater: 30% antipsychotic versus 59% placebo. Overall,
across the whole study period, the risk of death was 42% lower in
the placebo group than in the antipsychotic group.

"Our data add further serious safety concerns about the long-term
use of antipsychotics in this population, and clinicians should
certainly try to replace antipsychotics with safer management
approaches," the authors wrote.

"Several studies have shown that psychological management can
replace antipsychotic therapy without any appreciable worsening
of neuropsychiatric symptoms; and although cholinesterase
inhibitors do not seem to be an effective short-term
pharmacological treatment for agitation, there is evidence that
memantine or antidepressants such as citalopram might be safer
and effective alternatives for some neuropsychiatric symptoms."

"Our opinion is that there is still an important but limited place for
atypical antipsychotics in the treatment of severe neuropsychiatric
manifestations, particularly aggression, of AD," they continued.
"However, the accumulating safety concerns, including the
substantial increase in long-term mortality, emphasise the urgent
need to put an end to unnecessary and prolonged prescribing."

SOURCE: The Lancet Neurology
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