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> 47.5 million people in the world diagnosed wo,
2015)

1 new diagnosis globally every 3.2 seconds who,
2015)

More than 100 types or causes of dementia

Alzheimer’s Disease makes up 50-70% of all
dementias

Dementia is a terminal, progressive chronic iliness
No cure, some treatment for some types of AD

Medical model of care not appropriate for early
stage dementia
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AREYOUUP FOR
r=CHALLENGE

Are you up for the
challenges ahead for the
future of dementia care,
which includes a human
rights based approach?
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The Convention on the Rights of
Persons with Disabilities (CRPD)
celebrated it’s 10" Anniversary in
New York this year... did | feel
excited?
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weis.  Human rights

On December 10, 1948 the
Universal Declaration of
Human Rights was adopted
by the General Assembly of
the United Nations
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The 1948 Convention was (still is) meant
to protect every single member of civil
society in the world...
Including people diagnosed with any
type of a dementia, and who have
disabilities caused by the symptoms of
their dementia.
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Then in 1991 the United Nations
Principles for Older Persons,
established a Declaration on the
Rights and Responsibilities of Older
Persons recommended that all
member governments incorporate
them into their programs.
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The United Nations General Assembly
summarised the Declaration as follows:

Addlife to the years that have been
added to life by assuring all older
persons: independence, participation,

care, selffulfillment and dignity.
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In 2015 the Organisation for
Economic Co-operation and
Development (OECD) report
AddressingDementia: The
OECD Respongencluded:
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Very distressingly, but not
at all unsurprising to those
of us who are consumers,

67 years later...
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“Dement 1 a
the worst care In the
developed world”

(OECD, 2015)
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Th|s confirmed why | felt
it necessary to demand a
human rights based
approach to dementia at
the WHO last year.
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BUT NOT IN ITS IMPLEMENTATION

e ‘" Persons with di sabi

have longterm physical psychosocial,
mental, intellectual or sensory impairments

 whichin interaction with various barriers

* may hinder their full and effective
participation in society on an equal basis
with others.’ (Artic
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* Respect for dignity, autonomy, freedom to make
choices, independence

* Non-discrimination (e.g. age, gender, disability)
* Full participation & inclusion in society

* Respect for difference; acceptance of disability as
part of human diversity

* Equality of opportunity
* Accessibility
* Equality between men and women
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CRPD Articles and dementia

5 Equality and Non-Discrimination
8 Awareness-raising

9 Accessibility — to cognitive & physical environment, transport, information +
cognitive access

14 Liberty and security of the person

16 Freedom from exploitation, violence & abuse, including physical and
chemical restraint o (polypharmacy)

19 Being included in local community

21 Freedom of expression and opinion

23 Respect for home & family

24 Continuing Education at all levels

25 Equal access to general and specific Health Services
26 Rehabilitation

27 Occupation and employment

28 Adequate standard of living and social protection

29, 30 Participation in political & social cultural life, recreation, leisure, sport
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. The 167 countries that have RATIFIED the Convention

are commitment in international law to implement it
— not one has yet implemented it!

e Each country must submit a detailed progress report

to the UN Disability Committee after 2 years and
then every 4 years.

* Any civil society NGO has the right to submit a
parallel report

* The Committee’s Concluding Observations can be
used by civil society in advocating for change
http://www.ohchr.org
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* We are still applying late stage disease
‘management’ to earlier stage diagnosis

 We have ighored human rights in favour
of ‘consumer safety’

 We have ighored human rights in favour
of organisational risk management

* |t’s also been convenient...
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sl Social Care for Older People:
Home Truths (Humphries, et al 2016)

Home truths

TheKingsFund) nuffieldirust

Aims of the project: Our analytical framework:

Impact

» To better understand the impact of on
changes in local authority spending provider
on social care for older people over market

the last 5 years, through an analysis
of national data & evidence and a
snapshot of four local areas, taking LAS' Older
account of the relationship between financial people &

the NHS and social care. sustain- their
ability carers
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* Big cuts in in council spending despite ageing population
« D in community based nursing health care (e.g. 14% fewer
district nurses)

— A pattern of under investment to keep people at home and out of
hospital

— This also increases the strain on family carers
e Care providers under unprecedented and increasing pressure

* Their biggest concern was about the state of home care, and
the impact of that on keeping people at home

e C in hospitalisations which most often results in earlier than
necessary admission to permanent aged care

* 160% increase in admissions the UK in the last 5 years

* Access to optimal care depends what can be afforded
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* Policymakers in the UK need to address three
major challenges in social care over the next
five years, focusing on how to:

— Achieve more with less funds and less staff

— Establish a more explicit policy framework, which
makes it clear that primary responsibility for
funding care sits with individuals and families

— Reform the long-term funding of social care
because reliance on additional private funding is
unlikely to be sufficient or equitable
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There appear to be similar issues ... Perhaps if we focus
on re-ablement for current clients, and proactive
rehabilitation for new clients, with

 Afocus on independence and disability support

* Keeping people at home for longer

* Investing in dementia education (often no dementia education)
* Provide active disability support to maintain independence

e (Care partner support and education is provided, to promote
independence and disability support, not further disablement

However, in Australia and maybe in NZ, optimal care also
depends on individuals socio economic status
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e Prescribed Disengagement®?

1. 1970’s — diagnosis usually later in the disease
process, there late stage post diagnostic
treatment and management appropriate.

1. 2000’s — diagnosis occurs much earlier in the
disease process — but health professionals
are still applying late stage management.
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What is it? Y&,

«“ Go home, get your end of |
acquail nted with aged care.?”

Dementia is the only illness | know where people are told to
go home and prepare to die and not fight for their lives!

What’s the cost?

* Hopelessness for those diagnosed and our families

* Person with dementia assumes victimhood, and further
disabled and disempowered

* |t promotes learned helplessness in those diagnosed

e Care partner can assume the martyr role, with all the power
and control
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From an economic perspective, the global
dementia community simply cannot afford
(for now we will forget the human cost!).

TO KEEP PROMOTING DEPENDENCE

of people with dementia from the time of
diagnosis onto families, service providers
and health care providers and
governments.
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Current medical model of care for people with dementia,
based on Prescribed Disengagement®

Social/disAbility pathway of support more aligned to
the human rights of people with dementia and the UN CRPD

Social/disAbility pathway of support
Diagnosis/confirmation of diagnosis
Access to UN CRPD Access to disAbility support Ethical pathway of support
Assessments
Driving Medications Activities of Information Occupational
Dhaily Living about dementia therapy

Support for a terminal progressive chronic illness

Counselling for Assessment of Focus on QoL Support to Support to stay
loss and griefand  disAbilities and wellbeing remain employed engaged with
terminal illness if working pre-diagnosis lives
Rehabilitation

Speech Brain injury MNeuwro-physio  MNeuroplasticity — Occupational Lifesstyle
pathology  rehabiliation therapist new learning therapy changes known
risk reduction

strategies

Strategies to manage and support disAbilities

Technology  Brain Injury Electronic  Walking Stick Buddy/ Webster Packs Support
rehabiliation  reminders mentor groups

Current medical model of ‘care’
Diagnosis
Often lenghty process of mis-diagnosis Muost feared disease>65 age group
Assessments
Diriving Medications Activities of Information Qwccupational
Daily Living about dementia therapy
Prescribed Disengagement®
Mot supported to live pre diagnosis life Lack of proactive or ethical pathway of care
Referral to service providers
Alzheimer’s Australia Community care provider Aged care provider
Advanced Care Directives

Continued meaningfully engaging activities that give real value to living

Usual hobbies Yolunteering Employment Sport Clubs  Usual socialising

Aged care

Community Respite Residential Palliative Care

Advanced Care Directives

Aged care

Community Respite Residential Palliative Care
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The global voice of dementia cure

Insufficient research on improving care, and
promoting independence with active disability
support, or on reversing/slowing down
cognitive decline.

Professor Dale Bredesen is doing novel research
that is reversing cognitive decline (2014, 2016).
Do go to Dr Dave Jenkins session later to day
to hear about it.
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. Slgnificant change will be needed to manage the
cost of dementia

* Providers will have to become flexible & proactive

* New business models and a social/disability model
of care will be needed, including rehabilitation

* A blending of community, respite & residential
including age appropriate services

* A sshift in policy, organisational and workforce
culture needed to meet the consumers demands
and ensure our human rights
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* Include and consult with consumers — care partners
and people with dementia equally

e Listen to consumers —then act on feedback

— Consulting and listening is no longer enough

e Support and enable consumers to participate fully
— This may include the need to fund consumers, and

— Provide disability support

* Use a human rights based approach to everything
you do

 Move from rhetoric to reality %2
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* Human rights in dementia care

* Timely diagnosis
* No more Prescribed Disengagement®
* No more segregation in secure dementia units

* Rehabilitation immediately post diagnosis &
proactive disability support

* Phasing out all Institutional care
* ALL health care staff are fully competent in dementia

 Research for risk reduction and care as much as for a
cure
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OUR LIVES BEGIN TO END
THE DAY WE BECOME
NTABOUT

THINGS THAT MATTER
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kateswaffer@infodai.org
@KateSwaffer
www.infodai.org

www.joindai.org



