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esilience and Strength

“It is hot the strength of the body
that counts, but the strength of
the spirit."— J.R.R. Tolkien




Resilience Factors

Take Care of
Yourself




Speaking a common language

e Palliative care, and the medical sub-specialty of palliative medicine, is
specialized medical care for people with serious illness. It focuses
on providing relief from the symptoms and stress of a serious illness—

whatever the diagnosis. The goal is to improve the quality of life for both
the patient and the family.

e Palliative care is provided by a team of palliative care doctors, nurses and
other specialists who work together with a patient’s other doctors to
provide an extra layer of support. It is appropriate at any

and can be provided along with curative
treatment.



Bottom Line

e Palliative care is not to help you die, it is help
you live

e Palliative care is not just to help you survive, it
IS to help you on your journey to thrive

e Palliative care is not to help you be resilient or
strong it is to support you to be the person you
are at the time

e Palliative care is not to direct your decisions, it
IS to:
© Make sure you are informed
© Honest
o Support
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What Does Illness threaten?

e Certainty
® Security
e Confidence
e Stability

e Wellbeing



What are we offering? 3H

. He!ping: we help_ . ach!eve xy
their goals and assist them with
things they need

* Hoping: explore what are B o
hoping for and help them reframe W 2T T
hope with clinical conditions change ~ ax = = 5t
1"1‘?‘ :_ "f P g T
e Holistic: we focus on and

individuals with emotional, physical, . "~
and spiritual components- value
human complexity and tailor their il
care to them- sometimes we facilitate

healing




What is the

Philosophy?

e Palliative Care is about
goals

e We have health care
providers who are the
guides

e Willingness to allow
people to set the goal

e Work through the
uncertainty together



Where do we operate in the medical

e An area of medical
uncertainty

e Evidence-based medicine
fails

e Where the patients “are”

As the Kids say



Palliative/Supportive Care

The phases and layers of care

Palliative Care

... introduction to
Living with a life-limiting palliative approach
iliness with any prognosis

. Ongoing medical
Symptom Hospice Care/  treatments as appropriate

management Home Suppars | e Palliative/Supportive care should be
e | available to patients to maximize
JMaximizing  End-of-Life Care quality of life through all phases of
Weeks to ILLness

months to live

Palliative p— e Palliative/Supportive care is not

Chemotherapy/ management Psychosocial

Radiotherapy Spirtal " Support equivalent to hospice care
Pallative e Hospice is the vehicle that delivers

surgery Maximizing Psychosocial

commurity support palliative care when a person is at the
end of life




Common Language

e Supportive care is part of
the larger whole of the
services available to help
patients and families cope
with cancer




Hospice

e Hospice is an interdisciplinary program of palliative and supportive services funded by third-

party payers (insurances) that is provided to patients both at home and in institutions; for

people who we are concerned may have weeks to months to live.

e The intention is for them to live as comfortably as possible; and their caregivers & families
to be supported. It is the vehicle by which end of life care can be provided with maximum
level of support.

What is the difference between
palliative care and hospice?

Palliative Care

+ Any stage of

"~ disease
« Can be delivered
alongside other
therapies
« Intermittent visits
* Paid for by
insurance/self




Where can you receive supportive/palliative

care services?

Outpatient Supportive/Palliative Care
Services: embedded in oncology teams
or free-standing clinics provided by
specialist

Primary Palliative Care:
palliative/supportive care provided
by treating teams

Home based Supportive/Palliative care:
brovided In private homes or institutions
Dy agencies/specialist

Hospital: consultative palliative
care teams




Interprofessional Teams

Palliative Care Hospice
: , e Provider: Doctor/Advance Practice

e Provider: Doctor/Advance Practice Provider
Provider e Spiritual Health Clinician :

e Spiritual Health Clinician e Social worker / Licensed Clinical Social

e Social worker / Licensed Clinical Social . \Klvt?rrslfee/rCare Coordinator
Worker , o Certified Nursing Assistant

e Nurse/Care Coordinator e Pharmacist

e +/- Pharmacist e +/- Integrative therapies: child life,

e +/- Integrative therapies: child life, music, Pet therapy, nutrition, physical
music, Pet therapy, art therapy . Eheerreaa%%rﬁé}’]%homgy’ art therapy
psychology . e Provides medications and durable

e Orders medications and durable medical medical equipment paid for by hospice
equipment paid for by patient’s benefit

Insurance



What can be offered in a

Supportive/Palliative care visit?

e Symptom management 2"9 to cancer
and/or treatment: symptoms are
treated as a primary illness
o Pain, nausea, constipation,

diarrhea, neuropathy,

depression/anxiety, itching, fatigue,

shortness of breath
e Define life goals: short and long-term
o Assistance with achieving goals:
(treatment, life, bucket list,
relationships)
e Needs assessment for community
resources: for patient and family

e Empathic and supportive listening:
patient and family
e Counseling and coaching
o Assistant with complex decision
making
o Caregiver support
e Advance care planning :
o Discussing or clarifying prognosis
o Discussion and/or completing
advanced directive: identifying health
care agents/surrogate decisions
YELGE
o Planning for the future




Advocacy




Access to Palliative Care: 83% of US hospitals Pl h
with 50+ beds report palliative care teams —

I"..l'.'llli"'r! +1':|“i‘||1 i f_-_-ljri_' r_-r r_“I..u,
by State 2019

Hospital types less
likely to offer
palliative care:

* Southern (59%)
* For-profit (35%)
* Public (60%)

* Sole community

provider (40%)

* Rural (17%)
hospitals



Graph A. Growth in the prevalence of hospital palliative care by region, from 2015 to 2019
Growth in palliative care prevalence varies greatly by region.

Graph B. Number of states by grade (2008, 2011, 2015, 2019)
Three-quarters of states now have a grade of A or B.
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Barriers




What Iimits access

Systemic Barriers
Misconceptions

Referral Barriers

e Bias
Lack of financial Lack of palliative * Fear of losing
support Interprofessional patients
teams) e Fear patients will
give up

e Belief palliative care
Is only end of life

Lack of trained -
roviders * No evidence of
JNEN




Detour: No
evidence of

disease




NED (no evidence of disease) should be
replaced with NCCF (no current cancer found)

Breast cancer survivors Reference population

(N = 350)

(N = 350)

Concentration difficulties

Forgetfulness

Dizziness

Nocturia

Appetite loss

Intermittent claudication

Chest pain

Abdominal bloating
Cough when lying down
Shortness of breath after exertion

Fatigue after exertion

Palpitations

Edema ankles

OR = 0dds Ratio, unadjusted.

#Significant.

N (%)

N (%)

Univariate compari

ORZ (95%CI)

80 (22.9)
80 (22.9)
95 (27.1)
90 (25.7)
21 (6.0)
23 (7.3)
32 (9.1)
72 (20.6)
47 (13.4)
106 (30.3)
97 (27.7)
82 (23.4)
65 (18.6)

37 (10.6)
51 (14.6)
63 (18.0)
65 (18.6)
9 (2.6)
11 (3.5)
21 (6.0)
53 (15.1)
34 (9.7)
87 (24.9)
79 (22.6)
66 (18.9)
51 (14.6)

3The multivariate analysis only performed when the odds ratio is 1.5 or higher

2.5 (1.6-3.8)+
1.7 (1.2-2.6)+
1.7 (1.2-2.4)«
1.5 (1.1-2.2)+
2.4 (1.1-5.4)+
2.2 (1.1-4.6)+

1.6 (0.9-2.8)

1.5 (0.98-2.1)

1.4 (0.9-2.3)
1.3 (0.9-1.8)
1.3 (0.9-1.9)
1.3 (0.9-1.9)
1.3 (0.9-2.0)

e "305 BCS (74%), with a median of /.4 years since
diagnosis reported chronic pain, of whom 84% had
moderate pain, and 97% experienced pain at least 1-3
days/week. Other symptoms were paresthesia (63%),
allodynia (48%), and phantom sensations (15%). Report
of pain symptoms, alone or combined, was significantly
associated with poorer quality of life.”




Cure or NED does not equal
Wellness




Call To ACTION

Access to high-quality
Palliative Care delivered by an
Inter-professional team
for advanced care is the
standard of care

Primary palliative care
delivered by
your healthcare teams is not a
"bonus” it Is an expectation

You are not your cancer you are
a person. Treating cancer
without treating what cancer is
doing to you is
substandard care.

Asking your healthcare team
for palliative care is not
"giving up’,

It asking for the tools you need
to make it through
your journey.

NED (No Evidence of Disease):
Cancer survivorship should
Include a palliative approach to

care.




Summary

(Cinnartive Care i nart af the laraer whale f the cervicec nravided hy sunnartive oncaloay |
S

upportive Care is part of the larger whole, of the services provided by supportive oncology

 Supportive/Palliative care is not hospice. Supportive/Palliative care provides symptom management and an
extra layer of support for people and families living with serious illness no matter where they are in the
ILLness

(Clinnartive Care ic whale nercan care and care ic diracted by 2 nercan's value |
S

upportive Care is whole person care and care is directed by a person’s value

(Hncnice i< the medical carvice that nravidec nalliative and <tinnartive care for nemnle and familiec at ond |
H

ospice is the medical service that provides palliative and supportive care for people and families at end
of life

(Cinnartive/Palliative Care i< nravided by an internrafec<ional team )
S

upportive/Palliative Care is provided by an interprofessional team



| am convinced that 3
i nowledge IS power-to
‘overcome the past, to
change ourown
situations, to fight new ]
obstacles, to make better
j‘g:a ecisions. :

Resources:

www.getpalliativecare.org
https.//palliativedoctors.org







