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Qutline

Parkinson's
I.  Define palliative care, neuropalliative care and hospice.

1. Identify palliative care needs in Parkinson’s disease (PD).
. Understand how palliative care can improve outcomes for
people with PD and their families.
IV. Discuss strategies that people with PD and their families can
use to access palliative care.

Better Lives.

Palliative care was desigqed to gddrgss gaps Parkinson's
in our care for persons with serious illness. TLEEI

Enhances quality of life

Offers support to help patients live as actively as possible
Offers support to family

Provides relief from pain and other distressing symptoms
Affirms life and regards dying as a normal process,
Addresses psychosocial and spiritual issues

Is applicable early in the course of iliness and in conjunction
with therapies intended to prolong life (or function)
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I. Defining Palliative Care
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“Palliative care is about living as well
as possible for as long as possible.”

- Steve Pantilat, MD
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Palliative care agrees that having PD sucks!
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Palliative Care is an approach to addressing suffering.

Open, honest and comp ynate cc -ation

Develop a roadmap for the future

Work to manage difficult symptoms such as pain,
fatigue and depression

Provide support around difficult emotions such as
grief, worry and guilt

Promote spiritual wellbeing and work with
spiritual challenges such as loss of hope or meaning
*® Provide practical support for patients and families
in navigating medical systems and home care

Ensure dignity and comfort, particularly near end
of life
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Palliative Care complements Standard Chronic
Care

dic

the total pain of
(physical, psychosocial, spiritual, and practical
challenges)

reducingsuffering

Prolongs ife Affirms & values life, while planning for the
inevitable decline of health & end to ife.

Focuseson patient Focuses on person living with illness and their

mily

Variable use of team approach Frequent use of interdisciplinary team approach
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What is hospice?

Specialized palliative care for persons with a terminal diagnosis (6-
month life expectancy)

Goals are to maximize comfort and time with family and to avoid
medical procedures and hospitals

Hospice includes medical, social and spiritual support
Hospice is covered by Medicare and all insurances
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Palliative care is:
An approach and philosophy of care

A skillset

A specialty

A public health goal

Better Lives,

The 3-legged Stool

1. Palliative care specialists
2. Community and disease
support organizations

3. Primary care providers
and non-palliative
specialists (e.g.
neurologists)

- Kirk Hall
Better Lives.

Il. Palliative Care Needs in Parkinson’s
Disease
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Palliative needs begin with diagnosis.... [ portinseris ---rise and fall throughout the illness [B poriinsor:

journey...
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Prognostic predictors relevant to end-of-life palliative
care in Parkinson's disease and related disorders: a
systematic review
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https://www.ncbi.nlm.nih.gov/pubmed/31753154

Medical and Psychiatric Symptoms

Dementia and psychosis

Depression and Anxiety

Pain

Sleep disorders and Fatigue
Dysphagia and sialorrhea

Weight loss and nutrition
Constipation and bladder dysfunction
Apathy

Psychosocial Issues e

Difficult emotions

— Grief, Guilt, Anger, Frustration

Social isolation and loneliness
Care partner/family Support
Effects on relationships

Cosmetic issues and social stigma
Financial

Worries about the future

Future Care Planning ool

Patients prefer advance care planning soon after diagnosis

Advance care planning influences place of death

CURRENTLY, PD patients more likely to die in a hospital or nursing
home than at home

Waiting for the right time for ACP means conversations occur in the
ICU without patient’s input
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Prozac is not always the answer.
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Spiritual and Existential Issues

Demoralization

Challenges to Identity and Personhood
Challenges to Faith

Use of spiritual practices for coping and resilience
Fear of death, decline and dementia

Care Partner Support
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Physical Health

— Sleep

— Self-care

— Cardiovascular disease and mortality
Financial and Social Wellbeing

— Loss of income and anticipated expenses
— Loneliness and isolation

Emotional and Spiritual Wellbeing

— Grief, guilt, anger

— Burnout




lll. Palliative Care Improves Outcomes

“I see such a sense of relief on the faces of
patients and care partners when they realize
what is available to them through palliative
care. They know they have a team to help
them, they feel their symptoms are better
addressed, and their concerns are heard.”

- Malenna Sumrall, PhD
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Palliative care needs contribute to quality
of life.
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CLINICAL PRACTICE

Defining Palliative Care Needs in
Parkinson’s Disease

Banzi M. Kiuger, WL MS.\* Jo Shatiuck. MA? Juls Berk, MS, PA-C.' Ky Sabeing, Woflacs Jorsa! Fabian Brunatti scbsl Faimeont, M5,
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ABSTRACT:  Ohjectres the suffering of by progressive
iinass through Issues, and spirituel coneerns. Alhough
there (s an emerging Intesest in applymg paliative care to Parkinson's disease (PC), potentisl palliative care
needs have 0 patents. Qur to determine the

prevalence of dlinlcally significant symptomtie, p!ynmlaL and spuetu asues In P anl understan ther

Palliative care dire(.:tliy adqresse§ whellt really Parkinson's
matters to people living with serious illness. TLEEI

Family

Integrity and dignity

Having a road map for the future
Symptom control

Joy

Comfort and control near the end of life

Palliative Care is the Future of Medicine

Medicine is increasingly becoming patient and person-centered
Palliative care is essential to achieving the goals of medicine:
— the relief of pain and suffering caused by maladies

— the care and cure of those with a malady and the care of those who cannot be
cured

— the pursuit of a peaceful death

Palliative Care ties into Medicine’s Quadruple Aim
— Improve the patient experience

— Reduce cost

— Improve population health (including health equity)

— Increase joy in practice

To improve care near in advanced illness,
start at the time of diagnosis.
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Advance directives reduce hospital deaths.
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Integrated & embedded outpatient palliative care

can improve outcomes in PD.

Fosnarh

JAMA Neurolagy | Original Investigation
Comparison of Integrated Outpatient Palliative Care With Standard Care
in Patients With Parkinson Disease and Related Disorders

A Randomized Clinical Trial
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We hypothesized that team-based palliative
care would address these gaps.
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Primary Care Provider
+ Comorbid lliness
+ Non-PD Medications

Neurologist

Patient &
Caregivey/

OUTPATIENT INTERDISCIPLINARY PALLIATIVE CARE TEAM
Physician (Nonmotor symptom, prognosis); Nurse (Nutrition, Home care, Advance
Directives); Social Work (Caregiver Support, Finances); Chaplain (Spiritual Wellbeing,
Grief Counseling)

Burden, Grief and other difficult emotions, Spiritual Wellbeing, Advance Care Planning,
Healthcare Utilization, End-of-life Care

[MPROVED OUTCOMES: Patient quality of life, Caregiver Support, Nonmotor Symp!om}
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Our current model of chronic disease
management has several gaps.

Primary Care
Provider
+ Comorbid llness
+ Non-PD Medications|
/- Nutrition

Neurologist
+ Motor Symptoms
+PD licati
+/- Nonmotor
Symptoms

Lawyers...) +/- Caregiver Support, Advance Directives,

Other Resources (Support Groups, Church, Family,
Spiritual Needs...

TYPICAL OUTCOMES: GOOD: Motor Symptom Control;

FAIR: Nonmotor Symptom Treatment

POOR: Advance Care Planning, EOL Care, Caregiver Support, Psychosocial & Spiritual
Needs

Palliative care improves outcomes that matter to
. . . . Foundation
persons with neurologic illness & their families.

Improved patient quality of life
Improved care partner quality of life

Improved sense of guidance, support and
clarity

IV. How to Get Palliative Care

- Winnie th

e Pooh (A.A. Milne)
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You are part of the healthcare team!
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« No one is more invested in your health than you are
« Activated patients and families get better care
« You have opportunities to shape the care you receive
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Opportunities to make your care palliative You can change your illness journey by

including the positive in your approach.

« Create a checklist

- Invisible symptoms DEFICIT NARRATIVE ASSET NARRATIVE

«  Emotional Needs Focus on what's broken Focus on what’s working

+ Care partner support Reliance on experts Build self-efficacy

«+ Advance care planning Manage symptoms Explore personal

+ Ask important questions Reduce caregiver burden strengths )

+ Let your team know your values Anticipate decline Incrrrftea;r?ir?garegwer

« Getreferrals or second opinions Seek opportunities to
grow

We have sufficient evidence to establish palliative| s Neuropalliative care can be operationalized Parkineons
care as a new standard of care for PD. Foundation around 5 measurable and actionable pillars. feundation
1. Annual advance care planning conversations.
Parkinson’'s Foundation Launches Palliative 2. Systematic assessment and management of nonmotor
Care Program Across U.S. Centers of symptoms.
Excellence 3. Recognition and support for emotional and spiritual concerns.

4. Routine assessment and support for family care partners.
5. Timely referral to specialist palliative care and hospice.

Funds awarded by the Patient-Centered Outcomes Research Institute

MIAMI & NEW YORK - August 11, 2020 - The Parkinson's Foundation is partnering

with the University of Rochester Medical Center, a Parkinson's Foundation Center of

Become an activist. . .
S There is still much work to be done. S

- Parkinson’s Advocates In Research (PAIR)
- Community projects and support groups
- Being a voice to change policy

[ . ‘INPCS23

SRD ANNUAL MEETING | SEPTEMBER 12-15

COMMENT 0P
Palliative care for Parkinson’s disease: suggestions from a
council of patient and carepartners

1ok Ha', Malsewna Sumral, Gl Tratee? and ans M, Kugar” on bahall of the 2015
Parkinsoris Disease Fourelation sponsored “Paliative Care ar Parkinsorts Cisease” Patent Advisory Council
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INPCS Mission and Vision Take Home Points

Mission: To raise standards of care for all people The goal of palliative care is to live as well as possible for long

affected by neurologic illness. as possible.

Persons living with PD and their families have palliative care
needs.

Vision: Aworld where hlgh qua"ty' person-centered Palliative approaches to care can improve outcomes important

supportive care for persons affected by neurologic to patients and families.
illness is the rule rather than the exception. People with PD are critical members of the healthcare team.
PWP can advocate for palliative and supportive approaches in
their care.




