Fc==51  Government of Western Australia ".'5' o
k ‘ epartment of Health (“ ClinicalSenate
(4

o

Palliative Care — Meeting people’s
needs and expectations of care

over the last 1000 days

Assoc Prof Alison Parr



Changing trajectories
of patient needs, choices and care
over the last 1000 days

Alison Parr
Consultant in Palliative Medicine
Clinical Lead Palliative Care, WA Cancer and Palliative Care Network

better health = better care = better value



The Origin of Palliative Care

* From the very first days of medicine, caregivers have
understood the primary importance of reducing their
patients’ suffering

* |[n 1948, Dame Cicely Saunders, a British nurse, social
worker and physician, founded the first formal hospice,
specifically to care for patients with terminal illness
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Gaining momentum...

* Through her work and research, others began to recognise the
value in respecting people’s wishes and needs at the end of
life. They began to understand that the approach could apply
to people who were not imminently dying as well.

* |[n 1987, Palliative Care was established as a new specialty in
Australia, New Zealand and the UK.

* |n 1990, Palliative Care was recognised by the World Health
Organization (WHO) as a distinct specialty.

better health = better care = better value



“Palliative care is a philosophy based
not on physical facilities but on
attitudes”

Saunders C. The evolution of palliative care. J
R Soc Med. 2001,;94:430-432
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EN IS PALLIATIVE CARE NEEDED ?

WHAT IS PALLIATIVE CARE ?

It is care for patients with It benefits health systems
life-threatening ilinesses Y J by reducing unnecessary

& their families \ / hospital admissions
It can be given in

It relieves physical,
|4 psychosocial &
homes, health — =
centres, hospitals

spiritual suffering
and hospices

3 PALLIATIVE CARE
7 N\ '

Diagnosis Death Bereavement

It improves quality It can be done by many types support
of life of health professionals & DISEASE PROGRESSION >

volunteers

) WHAT ARE THE BARRIERS ? E

o & o o

Poor public awareness of Cultural & social barriers, such Insufficient skills and Owerly restrictive regulations —

how palliative care can help as beliefs about pain and dying capacities of health workers for opioid pain relief —
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The changing landscape of palliative care...

Patients Societal changes
* Increlastgd numb%r]s dL(IjeI‘;c'oh * Increasingly death-defying society
population growth and higher . o :
proportion of older people Ealllatlve.care as a humar\ 'rlght
. Fewer acute deaths ompassionate co'mmunlt!es.
e Culturally appropriate palliative care

* Increased multimorbidity liats ; e
+ Increased disease complexity Palliative care for minority groups

* Increasing understanding of and

expectations of palliative care Political context
* Prioritisation of palliative care
Advances in medicine * Voluntary assisted dying

* Changing disease trajectories
* Advances in imaging and treatment
e Advances in symptom control
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The changing landscape of palliative care...

Models of care

Standards and regulation

Early intervention

Moving from ‘prognostic paralysis’
to active total care from diagnosis
All diagnoses

Increasing focus on planning ahead
and patient choice

Patient/family engagement in
service development, planning and
delivery

End of life health

Data driven

Increasing evidence base for
interventions and models of service
delivery

Patient reported outcome measures

Palliative Care Outcomes
Collaboration

Funding models
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Busting some myths...
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Palliative care is everybody’s business

Palliative care

* Access to care Patients with life
limiting illness and
° Pe rson ce nt red care Specialist palliative care their family and
Patients with life limiting carers
d Connected Ca re illness and family and carers
. with complex physical,

® Fa m | Iy a n d Ca r‘e r‘ psychosocial andd/or spiritual

= pport VAD End-of-life care
° Workfo rce ca pac|ty Patients at the last

12 months of life

* Public awareness

* Compassionate
communities
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Palliative care is not just for cancer patients

*  Most people will die of
non-malignant disease
with uncertain disease
course

* Palliative care should be
based on need not
prognosis or age,
including any chronic or
malignant disease, even
if the trajectory is
ambiguous or unknown

Function
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Trajectory 1 /

ACTIVE TREATMENT

PALLIATIVE CARE

Trajectory 2
— i/ Ty
Trajectory 3 \/ 1
} ,1"!..
Low T 1 I L
Progressive chronic | Palliative approach +/- active treatment for | End-oflife Terminal Bereave-
disease management advanced disease care care ment
I I I (including | support
! ! death)
Time
—— Cancer trajectory —— QOrgan failure trajectory —— Dementia and frailty trajectory
- Short decline - Intermediate with acute episodes — Gradual dwindling
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Palliative care is not just for the dying

Growing evidence for the benefit of early integration of palliative care

* Small number of studies report benefit of early palliative care in terms of
quality of life and symptom intensity

» Effect sizes are small, but clinical significance may be substantial
e Strong support for an approach of “general palliative care for all plus
specialist palliative care as needed”

2017 Systematic Review — Hospital, Hospice and Community Settings

Gaertner J, Siemans W, Meerpohl J et al. Effect of specialist palliative care services on quality of life in
adults with advanced incurable illness in hospital, hospice, or community settings: systematic review and
meta-analysis. BMJ 2017; 357 :j2925

2017 Cochrane Review - Advanced Cancer Patients

Haun M. Estel S, Rucker G, et al. Early palliative care for adults with advanced cancer. Cochrane Database

of Systematic Reviews 2017, Issue 6. o
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Palliative care does not shorten life. It may prolong it.

Tl AW RNGLAND JOURMAL f wARCOTHE 151 patients with metastatic non-small cell lung cancer

[ | Randomized within 8 weeks of diagnosis to either monthly visits
Early Palliative Care for Patients with to an outpatient palliative care clinic plus usual oncology care or
Metastatic Non-Small-Cell Lung Cancer usual oncology care alone.

After 3 months, the palliative care group had:

* Better quality of life

* Better symptom control

BACKGROUND . . . o )
Patients with metastatic non-small-cell lung cancer have a substantial symptom O LeSS m aJ 0 r d e p reSS I Ve d IS 0 rd e r (4 A) VS 1 7 A))
burden and may receive aggressive care at the end of life. We examined the effect
of introducing palliative care carly after diagnosis on patient-reported outcomes

and end-of-life care among ambulatory patients with newly diagnosed disease. o Fewer hospita I isations a n d E D Visits

METHODS
We randomly assigned paticnts with newly diagnosed metastatic non—small-cell [ ] G re ate r reco rd i n g Of res u Scitat i O n p refe re n Ces ( 5 3 % VS 28%)
lung cancer to receive cither early palliative care integrated with standard onco-
logic care or standard oncologic care alone. Quality of life and mood were assessed
at baseline and ar 12 weeks with the use of the Functional Assessment of Cancer | ° 1 1

3 osling 13 ok it the e of the urctional ssesemen of Conee Median survival was 11.6 months from enrollment vs. 8.9
spectively. The primary outcome was the change in the quality of life at 12 weeks.

Data on end-oflife care were collected from electronic medical records. m O nt h S i n t h e u S u a I Ca re g ro u p

RESULTS
Of the 151 patients who underwent randomization, 27 died by 12 weeks and 107
(BG% of the remaining patients) completed assessments. Patients assigned to early
palliative care had a better quality of life than did patients assigned to standard
care (mean score on the FACT-L scale [in which scores range from 0 to 136, with
higher scores indicating betrer quality of life], 98.0 vs. 91.5; P=0.03). In addition,

N Engl J Med 2010;363:733-42
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Pain is not the most prevalent symptom at the
end of life

16%
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Patient Reported Outcomes: %

0% -

Palliative Care Outcomes C

of patients reporting severe
distress - 2016-2017
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Fatigue Pain Appetite Breathing Bowel Insomnia Nausea
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H Pall care episode start W Just before death e, | R

mmon symptoms at End Of Life
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Palliative care is effective: but
hospital symptom outcomes superior

Kathy Eagar,'? Sabina Petranella Clapham,?

Samuel Frederic Allingham'?

ABSTRACT

Objectives To explore differences in severe
symptom outcomes for palliative care patients
receiving hospital care compared with those
receiving care at home.

Methods Change in symptom distress from the
start of an episode of palliative care to just prior
to death was measured for 25679 patients who
died under the care of a hospital or home-based
palliative care team between January 2015 and
December 2016. Logistic regression models
controlled for differences between hospital and
home and enabled a comparison of the number
of severe symptoms just prior to death.

Results All symptoms improved and over 85%
of all patients had no severe symptoms prior to
death. Pain control illustrates this with 7.4% of

of care. In 2016, the PCOC data collec-
tion represented 12.49% of all deaths in
Australia (including unpredictable deaths)
and more than 8000 of all patients seen
annually by specialist palliative care
services. An important role of PCOC is to
report on this repository of prospectively
collected intormation. Previously, PCOC
researchers have found that palliative care
services achieve statistically significant
improvements in pain and other symp-
toms” and have described symptom prev-
alence at the time dying is diagnosed.’ In
those previous studies, the palliative care
phase” 3 was the unit of counting with the
outcome being the change from the begin-
ning to the end ot each phase.

Palliative care at home is not the same as
palliative care in hospital
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Good palliative care isn’t expensive, it can actually save money

* By promoting advance care planning

* By avoiding unnecessary and unwanted interventions

* By getting control of symptoms and distress faster

* By helping with planning to get people with complex needs
home and

* By preventing unnecessary readmissions to hospital,
particularly if home is where the person wants to die
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Meeting needs, improving choice

* Early and effective ACP, and better systems to acknowledge and respond to wishes
e Earlier and more timely access to palliative care

» Staff knowledge and training levels

* Care coordination

* Seamless transitions between care settings

* Rapid access to care packages

* Better access to psychological support

e QOut of hours care and support

* Access to and delivery of pain relief/medication

* Improving support for families and carers
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Palliative care, if we do it well, lives on in the memories
of the people who are left behind.

Likewise, if we do it badly, it also lives on in the
memories of people who are left behind.
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“You matter because you are
you, and you matter to the end
of your life. We will do all we can
not only to help you die
peacefully, but also to help you
live until you die.”

Dame Cicely Saunders




	�Palliative Care – Meeting people’s needs and expectations of care over the last 1000 days��Assoc Prof Alison Parr �
	Changing trajectories �of patient needs, choices and care �over the last 1000 days
	The Origin of Palliative Care 
	Gaining momentum…
	Slide Number 5
	Slide Number 6
	The changing landscape of palliative care…
	The changing landscape of palliative care…
	Busting some myths…
	Palliative care is everybody’s business                       
	Palliative care is not just for cancer patients
	Palliative care is not just for the dying
	Palliative care does not shorten life. It may prolong it.
	Pain is not the most prevalent symptom at the end of life
	Palliative care at home is not the same as palliative care in hospital
	Good palliative care isn’t expensive, it can actually save money
	Meeting needs, improving choice
	Slide Number 18
	Slide Number 19

