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Co ntlnuum of Hospice Palliat
Care and the Four lliness
Trajectories




Objectives

m Review Definitions of Hospice Palliative
Care (HPC)

m Review Simultaneous Care Model of HPC

m Discuss Barriers to Providing
Comprehensive HPC

m Review Four Dying Trajectories and how
these can guide interventions




Hospice Palliative Care

World Health Organization

Palliative care Is an approach that improves
the quality of life of patients and their
families facing the problems associated with
life-threatening iliness, through the
prevention and relief of suffering by
means of early identification and impeccable
assessment and treatment of pain and other

problems, physical, psychosocial and
spiritual.
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CHPCA (Canadian Hospice Palliative Care Association):

Whole-person care that aims to relieve suffering
and improve the quality of living and dying.

Help patients and families:

m address physical, psychological, social, spiritual and
practical issues, and their associated expectations,
needs, hopes and fears

m prepare for and manage self-determined life closure
and the dying process

m cope with loss and grief during illness and
bereavement.
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Traditional view

e/terminal care

Patientds death

New model

Bereavement

Patientds death

Diagnosis

Canadian Hospice Palliative Care Association, 2002



Role of Hospice Palliative Care during
lIness: Simultaneous Care Model
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Goals of Care

m Individuals may have many goals, frequently
changing. Shift of focus can be gradual or
unexpected: Need to re-evaluate Goals

m Potential goals
Cure of the disease
Relief of suffering
Quality of life
0a good deathod as defined
Maintenance or improvement in function
Support for families and loved ones
Prolongation of life
Spiritual goal
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Barriers to Providing Palliative Care

m Lack of skill in helping patients and families negotiate
the goals of care

m Lack of a clear Plan of Care

m Confusion around when to refer to palliative care
services (if referral services available)

m Pt and family: lack of understanding

m Discomfort in communicating reality of iliness
trajectory, prognosis
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Barriers to Providing

Comprehensive Palliative Care

m Failure of government, professionals and public to
acknowledge its importance: Lack of Resources

m Lack of understanding of complexity of Palliative
Medicine: pain and symptom management
(pharmacologic and non-pharmacologic interventions)

m Institutional culture and policies

m Misconceptions, lack of understanding and lack of
knowledge about palliative care (Lack of Palliative
care education)
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Dying Trajectories

Long, slow Decline- could be for years

Health/
Wellness
Diagnosis Time Death
Rapid Decline- chronic phase is short or non-
existent
Health/
Wellness

Diagnosis Time Death
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Dying Trajectories

Peaks and Valleys- alternating periods of remission and
relapse. Relapses tend to be more frequent as illness

progresses
Health/
Wellness
Diagnosis Time Death
Descending Plateaus- declines followed by restabilization. Each
period of restabilization involves adjusting to a different level of functioning.
\ Length of time in stable phase tends to become shorter as illness
progresses \
Health/ L
Wellness \

Diagnosis Time Death
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Square of Care: Application of the Process
of Providing Care to each Domain/issue

Assessmt | Information | Decision Care Care Confirmatn
sharing making Planning Delivery

Disease
Managemt

Physical

Psycho/
Emotnal

Social

Spiritual

Practical

End of
life/death
managmt

Loss, Grief

Ferris et al, 2002



Transdisciplinary Team : Circle of Care
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HPC: Summary of Values

m Affirms life and regards death as a normal
Drocess

m Intends neither to hasten nor postpone death

m Provides relief from pain and other distressing
symptoms

m Integrates the psychological and spiritual aspects
of care

m Offers a support system to help patients live as
actively as possible until death

m Offers a support system to help the family cope

during the patientos 1 | |
bereavement

(CHPCA, 2002)



Improving Patient &
Family Experiences

ncreased patient satisfaction ad'é
mproving pain and symptom management
Relief of multidimensional suffering

Reducing uncertainties for pts and families

Providing opportunity for patients to identify and
achieve their goals

m Positive impact on the Bereavement experience
of families

(Enguidanous et al., 2009)



AYou matter Dbecause
matter to the last moment of life, and we
will do all we can, not only to help you die
peacefully, but to

Dr. Cecily Saunders,
Founder of the modern hospice movement
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Transitions
In Care Settings and

Along lliness Trajectories

Jocelyn Brown, RN, MN
Palliative Care CNS,
Princess Margaret Hospital &
Educator with de Souza
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Objectives

1) Review Settings in which palliative
approach to care is provided

2) Review O0OTransitions©o

3) Discuss strategies for support during
OTransitions©o

4) Discuss how HCPs cope with
OTransitionsa®o



No Supportive / Palliative Care

* No comfort measures (e.g. treatment of pain,
depression)

» No safety features (e.g. advance planning for
living arrangements, transportation / mobility,

Hopeful and unrealistic
attitude: Nothing bad
will happen!!

—

bedroom / bathroom aids, family knowledge and
support, advance directives, resuscitation status)

* Suboptimal symptom control,
increased distress, poor quality
of life

* Frequent ER / hospital visits,

CPR, intubation, ICU stay,

distressed patient and family.

vo
Goals
* Cure

Depression, fatigue,
decreased function

Mucositis, back pain

* | ife prologation
* Cancer treatments
* Clinical trials

Supportive / Palliative Care

Hopeful and realistic attitude:

| want to ensure maximal
» Comfort measures

>

comfort during my cancer
journey. | also want to be
prepared in case things do
not go as planned.

= Safety features

* | ess distress, improved quality
of life, increased adherence to
cancer treatments.

* Minimizes patient and family
distress at the end of life.

vo
Goals
= Cure

Depression, fatigue,
decreased function

Mucositis, back pain

TS, :'.;h b l. \ T
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= Life prologation
= Cancer treatments
* Clinical trials

© 2010The University ofTexas M.D. Anderson Cancer Center.




A Hopeful and No Comfort and Safety Measures
unrealistic  Lack of comfort features (e.g. air conditioning,
attitude: Nothing seat cushions)
bad will happen!| [m—] —
» Lack of safety features (e.g. insurance, seat belts,

* Uncomfortable ride
* Unprepared for accidents

) R 1 WD B oG " _ou. A AR o

airbags) * (O]
Goals
*Road trips
*Get to work
Extreme heat Bumpy road Oil spills, accidents o

B Hopeful and realistic Comfort and Safety Measures
attitude: | want to ensure » Comfort features *Pleasant ride
;?::;?nag'.ﬁoalrlf:r\;tv:'\:liz i * Safety features > * Prepared for accidents
be prepared in case * @
things do not go as
planned. Goals
* Road trips
*Get to work
Extreme heat Bumpy road Oil spills, accidents

@© 2010 The University of Texas M.D. Anderson Cancer Center.




Ensuring individuals are receiving the
m Right care in the

m Right place at the

m Right time by the

m Right people
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Where do people receive

Palliative Care?

m Home (shelter, group home, jail, on the
street,

m Hospitals (ED, PCU, acute care ward, clinic)

m Long-term care facilities and residential
hospices.

Important that individuals and their families
know about the choices they have.
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Transitions in Care Setting

Longterm
Care Unit Care
Palliative /

Care Unit




How to Ease Transitions

1. Communication: Standarized tools
ESAS, PPS, InterRAl,
Common Referral Form

2. ldentifying key players: CCAC case
managers, specialized PC teams

3. Communicating Care Plan
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Common Tools
1. Symptom Screening and Assessment:

AEdmonton Symptom Assessment System
(ESAS)

2. Symptom Control:
A Symptom Management

3. Coordinated Palliative Support:

A Palliative Perfor man
Collaborative Care Plans (CCPs)

4. Common Referral Form

m The benefits go beyond the individual patient outcomes and include such things as:
improved system integration, "speaking with one language", and collaboration
among providers.



Transitions

Transition Is a movement and adaptation to

change rather than a return to pre-existing
state.

Every transition begins with an ending.

(Bridge, 2004)

Reconstruction of a valued sense of identity

IS essential to transition.
(Melies, 2010)
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Dying Trajectories: Transitional Events

Peaks and Valleys- alternating periods of remission and
relapse. Relapses tend to be more frequent as illness

progresses
Health/
Wellness
Diagnosis Time Death
Descending Plateaus- declines followed by restabilization. Each
period of restabilization involves adjusting to a different level of functioning.
\ Length of time in stable phase tends to become shorter as illness
progresses \
Health/ L
Wellness \

Diagnosis Time Death
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How Can the Healthcare Team
Support Helen during Transitions???

m Eliciting individuals understanding
m Re-evaluating Goals

m Holistic Assessment

m Reducing uncertainties: Education



"
How Can the Healthcare Team Support
Helen during Transitions?

m Support that strives to meet her goals

m I[mplementing appropriate services:
making referrals to spiritual care, S/W etc

m Helping her ANTICIPATE transitions:
Preparation for transitions

m Eliciting her expectations and fears

m Acknowledging and Addressing her
suffering

m Helping her re-frame HOPE



Maintaining Hope in Transition

Maintaining Hope In Transition framework

(1) acknowledging the changing of life
circumstances

(2) restructuring reality

(3) dealing with vulnerability
(4) achieving normalization
(5) resolving uncertainty

(Davidson et al., 2007)



Ensuring individuals are receiving the
m Right care in the

m Right place at the

m Right time by the

m Right people




How do HCPs cope with supporting
l ndi vi dual s and fami |l I e

m Acknowledging and addressing suffering
(our own and pts/families)

m Self care and Reflection

Being able to Journey along side individuals
who are living with a life-threatening iliness
Through the Fire
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