s, THE UNIVERSITY OF

{2} NOTRE DAME

CCabrini

INDIVIDUALISING CARE — CONSIDERING APPROCHES ACROSS
SERVICES

A/PROF NATASHA MICHAEL
DIRECTOR OF PALLIATIVE MEDICINE
CABRINI HEALTH
UNIVERSITY OF NOTRE DAME
MONASH UNIVERSITY




Original Article

PALLIATIVE
MEDICINE

Introducing a model incorporating early
integration of specialist palliative care:
A qualitative research study of staff’s
perspectives

FPalligtive Medicine

[ li]

B The Author(s) 2015
Reprints and permissions:

sagapub.co.ukdjournalsPermissions nav

DOz 1001 IF702692 163 15598065
pmj.sagepub.com

®SAGE

EXTERNAL
REFERRALS

CONSULT
LIASON
SERVICE

{Malvern &

RESEARCH
EDUCATION

Brighton)

AMBULATORY
PALIATIVE
CARE
(Supportive
Care Chinic)

INTEGRATED MODEL OF CARE

Palliative Care-Enhanced Model
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More likely to be discharged home (7.9%, p=0.003), to
aged care facility (2.5%, p=0.04)

Less likely to die in the inpatient unit (10.4%, p<0.001)
Increase in number of patient with non-malignant
disease

Michael et al. Palliat Med 2015; Hawley P. J Pain Symp Manage 2014




* Considering Values in our Patient Interactions

* Exploring Concordance in Care

* Exploring and Responding to Suffering



What Are
Values and
Why are they

Important in
Planning
Care?

&

Personal values are individual conceptions of the
desirables or overarching philosophies that guide
our attitudes and behaviour and priorities in life

Should Care Planning address personal life goals
and values or medical treatments?

1. Does Care improve we understand individuals'’
personal values?

2. Could we use the video vignette methodology to
demonstrate the benefits of value conversations






Patient—caregiver dyads advance care plan value discussions:

randomised controlled cancer trial of video decision support tool

The Values video did not
Participants numbered improve overall ACP

113. document complétion
(37.7% VDST; 36.7% UC).

VDST improved patients
and caregiver ratings for
opportunities to discuss
ACP with health
professionals.

ACP improved
concordance in
communication

VDST elicited greater ﬁ
distress in patients

Michael et al BMJ Support Pall Care



What are we failing to address and measure?

Concordance is an agreement or partnership
between patient and clinician about the best
treatment and care decisions, compatible with
what the patient desires and is capable of
achieving.

Context Context

e Concordance in communication

* Does it matter if a Ipatient completes an ) $ Y
ACP but there is a lack of value alignment o
and concordance with the MTDM?: —h

* Why is concordance important?

* Family functioning

e Stress within relationships

* Bereavement outcomes a b
* Sociodemographic factors

* Longitudinal changes in how
communication occurs






Communication
Quality & Processes

* |nformation
gathering
Infermation
sharing
Responding to
emotion

Fostering
relationships

Timing & sething

*adapted from Street et al, 2009

/’ Patient Experience

= Known as a person

* Informed

* Sense of control
Quality of life
Trust
Therapeutic alliance

l\: Psychological distress
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Qualitative Analysis of Values Statements

ACKNOWLEDGING FRAILITY WITH
DIVERSE ADDAPTIONS TO DEPENDENCY

>  Maintaining Independence
>  Dignity ol Personhood
> Courage in Adversity

BENEVOLENCE AND RECIPROCATION
OF FAMILY/FRIENDS CARING

» Gratitude and Trust
=~ Acknowledged Dependence
~  Other Directedness

POSTURING VULNERABILITY

\ 4

» Acceptance of Death

> Seeking Meaning

# Vulnerability and Strength
# Other Directedness

DEATH ANXIETY., AMBIVILANCE AND
EXPERIENTIAL ACCEPTANCE OF DYING

AND RESILIENCE

>  Support from Religious Traditions

> Social Practices that Acknowledge the Rite of
Passage

»> Other Directedness

HONOURING DEATH THROUGH
SECULAR AND SACRED RITUALS




Dying brings decline in health, withdrawal from
social networks, loss of normal roles, and the
utter aloneness with the confrontation of the
end of one’s existence.

Existential distress at the end of life has been
defined as hopelessness, burden to others, loss
of sense of dignity, desire for death or loss of will
to live and threats to self-identity.

Existential Loneliness has entered the literature
and 'is understood as an intolerable emptiness,
sadness, and longing, that results from the
awareness of one’s fundamental separateness as
a human being.'




Percentage

Results — Reasons for applying

Reasons for applying for assisted dying

94.3
78.2
709 71.8
43.0
37.6
9.9
6.1
1.7
I O
|

Financial implication of Burden on family, Losing control of bodily Inadequate pain control or Loss of dignity Less able to engage in Losing autonomy Other (please specify,
treatment friends/caregivers functions concern about it activities making life
enjoyable

B VAD CoP m DWDA

X2 (6, N = 344) = 108.77, p < .001

*
Nature of suffering of MAID recipients, 2020

Loss of ability to engage in meaningful activities 84.9%

Loss of ability to perform activities of daily living 81.7%

@tm\ of pain (or concern)

Loss of dignity

Inadeguate control of symptoms other than pain (or concern)
Perceived burden on family, friends or caregivers

Loss of control of bodily functions

Isolation or loneliness

Emotional distress / anxiety / fear / existential suffering

No / poor / loss of quality of life

Loss of control / autonomy / independence

Other




The Lost Art of Healing?

Healing is wholeness: When we think of healing, we need to understand what
that is intended to mean. There is a tendency to think about it as being primarily
of a spiritual nature.

When we seek healing, the healing of your soul. We seek the healing of souls

So how do we heal souls?



SUFFERING

DEATH

SICKNESS
POVERTY

VIOLENCE
EviL

Suffering can be defined as a state of severe distress associated
with events that threaten the intactness of the person.

CASSELL 1991 NEJM



Healing Presence

Healing presence Is the condition of being
consciously and compassionately in the present
moment with another or with others, believing In
and affirming their potential for wholeness,

wherever they are In life.



Healing Presence

You cannot do healing presence—you become healing presence,

expressing it gently yet firmly in various ways:
 Listening, holding, talking, being silent, being still, being in your body, coming
home to yourself, being receptive...

You can deepen your healing presence by:
 slowing down, doing only one thing at a time, reminding yourself regularly to
come back to the present moment

You can encourage healing presence by being:
 appreciative, forgiving, humble, kind.

Miller, EJ and Cutshall, SC. 2001. The art of being a healing presence. A guide for those in caring relationships. Willogreen Publishing.



Why Healing
Presence Matters

* When one is truly present to another there is:

An alleviation of loneliness

An affirmation of one’s authentic self and invitation to
wholeness

Potential for spiritual bonding
A deeper sense of our common humanity

A recognition and acknowledgement of the other as
person

An invitation to self-transcendence
Possibility for greater self reflection & self revelation
Sharing on a deeper level, spiritual level

| Directorate | Office | Faculty | School 17
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