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Objectives

- Briefly review definitions, scope and history of palliative
care (and hospice)

- Discuss neurology’s role in palliative care
- Prognostication
- ldentifying “end of life” phase of illness

- Advanced Care Planning
Having the conversation
Types of ACP documents



Scope of Services for Palliative Care

Palliative care is the comprehensive care and management of the physical,
psychological, functional, practical, emotional, and spiritual needs of patients and
their families with serious and/or life-threatening illness(es).

Serious illness is defined as a "health condition that carries a high risk of

mortality and either negatively impacts a person's daily function or quality of
life or excessively strains their caregiver" (Kelley and Bollens-Lund, 2018).

llinesses in this population may include, but are not limited to, chronic and
progressive disease such as end-stage organ failure, newly diagnosed or
advanced malignancies, and/or sudden and catastrophic such as traumatic brain
injury, large hemispheric or brain stem stroke




Definitions

« Palliative Care actively focuses on relieving suffering and improving quality of
life. Care can be offered at the same time as curative or disease-modifying
treatment, distinguishing it from hospice care. Palliative care is interdisciplinary and
integrates all needed services including pain and other symptom management,
psychosocial and spiritual support.

« Palliative care is not:
-Status of care
-Hospice
-No care or “giving up”



Palliative Care Timeline

Palliative Care and Hospice Care

Diagnosis Death
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History of Palliative Care and Hospice
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Dame Cicely Saunders, a nurse in i Medicare mandated hospice care be ABMS and ACGME recognizes Hospice
London, was inspired by a patient dying ! covered and Palliative Medicine as specialty
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be known as home hospice care :
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i St. Christopher Hospice of London WHO recognized palliative medicine as a

' opened specialty
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Palliative Care Growth

Palliative Care Programs in U.S. hospitals with 50 or more beds, 2000-2020

2000- 24.5%
2012- 69.6%
2020- 83.4%



Neurology’s Role in Palliative Care

 Fewer than 1% of neurologists are boarded in hospice and palliative medicine
(51 in 2016) and about 1-2% of palliative care physicians are neurologists (2019)

* In 2021, subspecialty certification was transferred from ABPN to ABIM

* Palliative care listed as a core competency by ACGME, <52% of neurology
residencies had formal lectures on the topic (in 2019)

* Despite this, most neurologists already do some palliative care in day-to-day
practice

 Seriousillness

Sharing “bad news”

Pain and symptom management

Prognostication

Exploration of patient’s goals and wishes

Planning for eventual progressive disability and/or end of life



Theoretical Levels of Palliative Care

* General palliative care would be provided by all those caring for patients with
life-threatening illness, ensuring good communication with patients and
families, shared decision-making, goal setting and symptom management.

 Specialist palliative care would be provided by teams that would have this as
their main activity and have received specialist training.

* Neuro-palliative care is a holistic approach to the care of neurological patients
with significant disability, complex needs and a potentially shortened lifespan.

Nair, et al. Pract Neurol 2022;22:385-391



— «ﬂra. 1&,

N
O
D)
4+
)
Q
(g
O
@,




Prognositication

Good
health /
non
complex
health
conditions

L

SITUATIONAL
DIAGNOSIS

KEY
TRANSITIONS
IN THE EOL

T {i T i )

(A) (B) (C) (D) (E)

D S NG PP D

Transition 1 puri—
Transition ‘2‘%

END-OF-LIFE
TRAJECTORIES
associated with advanced
chronic ilinesses

wmwmmm Cancer
Trajectory

e @ & » Organ Failure
Trajectory

Dementia
Trajectory

PROGRESSIVE
CARE MODEL

Disease
freatment/ long
term care

Palliative care
approach




Prognostication--Unigue Aspects of Neurology

Prolonged and often fluctuating
course—unexpected declines and
accumulation of impairments

Significant prognostic uncertainty, Loss of mobility, communication and cognitive
with few validated predictive functioning->decreased ambulatory visits and
markers/models lost opportunity for advanced planning and end

of life decisions

Brizzi and Creutzfeldt “Neuropalliative Care: A Practical Guide for the
Neurologist;” Seminars in Neurology, 2018 Oct 38(5):569-575



Prognosis of Common Neurologic Conditions

Time of diagnosis to death

* CID 4-12 mos
* GBM 9-21 mos
* ALS 2-4 yrs

* MSA 6-9 yrs

* PSP 6-9 yrs

* AD 4-12 yrs

* PD 12-15 yrs



Discussing Prognosis

Opening Question: How much do you want to know?

Negotiate the content of
the discussion

Provide the information

Acknowledge
patient/family reaction
explicitly

Check for Understanding

Try to elicit and understand
why

Acknowledge the concerns

Ask for permission to
revisit the topic

Make a private assessment
about whether prognosis
might change current
decision making

Name the ambivalence

Explore pros and cons of
knowing/not knowing

Acknowledge the difficulty
of the situation

Consider options for
discussion and
consequences



Prognostic Uncertainty

* Providers to patients and families
* 1) Normalize uncertainty—>reset expectations
 2) Address emotions about uncertainty—>helps respond to emotional distress
* 3) Manage effect of uncertainty—>ability to live here and now

* Provider challenges
e Optimistic bias, overestimate prognosis (5x)
* Unwillingness to talk about this with patients
* More testing to help improve prognostication

Smith AK, White DB, Arnold RM. “Uncertainty—The Other Side of Prognosis.” N EnglJ Med 2013; 368:2448-2450.



Prognostic Uncertainty

 If there is data, use it as best able
* ICH score, survival/neurologic function after cardiac arrest
 Time from diagnosis to disability/death in neurodegenerative disease

* |If not, generalized rather than specific
 Hours to days
* Days to weeks
 Weeks to months
* Months to years



End of Life Issues in Neurology

* Typically, defined as last year
e Discussions don’t have to wait until then
e Don’t have to be held all at one time

* Widely varying course of progression
* Timing of discussion difficult
e Especially when cognitive decline is expected



Indicators for End of Life Phase in Neurologic
Conditions

Rapid deterioration Increasing
in mobility, dependence for
recurrent falls personal care

Rapid decline in

cognitive function Loss of speech

Recurrent
Increasing fatigue aspiration
pneumonia

Difficulty in Loss of appetite
swallowing and weight loss

Recurrent

Respiratory failure i T

Awareness of these indicators promotes identification of end of life phase, which enables a proactive approach to
discussion about priorities and planning for care and support



CMS criteria for determining prognosis in non-cancer

diagnoses (hospice eligibility)

 Amyotrophic Lateral Sclerosis

One of these 4 (within 12 months prior to initial hospice certification)
1. Progression from independent ambulation to wheelchair or bedbound

2. Progression from normal to barely intelligible speech

3. Progression of normal to pureed diet

4. Progression from independence in most ADLs to needing major assistance by caregiver

Additional criteria (signifying terminal iliness)
1. Critically impaired breathing capacity

2. Critical nutritional impairment

3. Life threatening complications



CMS criteria--Dementia

Functional Assessment Tool (FAST scale)
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Common Issues around End of Life

When to start discussions

Approaching Advanced Care Planning

Managing symptoms

Diagnosing the dying phase

Withdrawing life support

Providing support to family/caregivers

Judging how/when to involve a palliative care
(or hospice) team




REMAP model for End of Life Communication

Childers, et al. ] Oncol Prac 2017;13:e844-50

Reframe

» Given your diagnosis, it is important we talk about things now, while you can express your priorities.

» We are in a different place because of what’s happened, but we know that for all of us, thinking about the future is important.
Expect emotion and empathize

P It is hard to deal with all of this.

» | know it will be upsetting to think about situations before they are happening.

» | can imagine there are things that worry you about the future?

Map the future

» Given the situation, are there things that you want to do?
» When you think about the future, what concerns you?

f> Are thelre situations that you fear? Some people worry about being kept alive when they are at a point where they can’t communicate,
or example.

Align with the patient’s values

» As | listen to you, it sounds like the most important things for you are...

Plan next steps

» It has been really helpful to hear what matters to you. These are the things that | think we can document to make sure that we manage
situations in the future to try and ensure your priorities are achieved.
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Advanced Care Planning

Advanced Directives

Proxy
DPOA for Health Care
Hospital ACP forms

Instructive
“Living Will”

Any decision patients make in
advance concerning what they
would want if unable to make
decisions in the future

DNR/DNAR/DNI (or “AND”)

POLST orders



DPOA (Proxy) for Heathcare

All 50 states recognize some form of DPOA, as a legally binding document
* Have to be kept current

* Usually require at least one witness who is not related to patient or part of
medical team

Never in effect unless the patient has lost ability to make decisions

Disadvantage of DPOA only—have to trust proxy to make decisions as the
patient would want

Consequences of not having proxy
 State hierarchies for decision making
e Guardianship




Living Wills

Document in which patients describe they type of treatment they would wish to receive if
no longer able to make decisions

Disadvantages

* Not recognized as a legal document in all state

* Does not qualify to designate proxy decision maker

e Cannot account for all possibilities one might face in the future

* Often vague/boilerplate



DNR/DNAR/DNI or “Allow Natural Death” (AND) orders

* Try to avoid “pick from the menu” list
* Code status in the hospital is only valid in the hospital

 All states have out-of-hospital DNAR (no CPR, prehospital comfort care)

* Any competent adult regardless of disease status

* Always signed by physician and patient; some states require witness but less
restrictive and DPOA form

* Keep in viewable place



Physician Order for Life Sustaining Treatment (POLST)

* Many acronyms:
* MOLST (Medical Orders for Life Sustaining Treatment
e POST (Physician Orders for Scope of Treatment)
 MOST (Medical Orders for Scope of Treatment
e COLST (Clinician Orders for Life Sustaining Treatment)
* Some have 1-2 letters of state name: IMOST
 TPOPP (Transportable Physician Orders for Patient Preferences)—Kansas and Missouri

POLST: Portable medical orders for seriously ill or frail individuals

polst.org


https://polst.org/

Purpose

For Whom?

Can Emergency Medical Services
use?

Who complete/signs?

POLST:
Portable Medical Order

Provides specific medical orders
when patient cannot communicate.

Seriously ill and frail individuals
(view guidance)

Yes

Provider completes. Patient or
surrogate signs.

Legal documents
(advance directives, living wills,
etc)

Identifies surrogate decision-maker
and provides general treatment
wishes (not orders) for individual.

All competent adults

No

Individual completes and signs.



https://polst.org/guidance-appropriate-patients-pdf
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MDHHS-5836, Michigan Physician Order for Scope of Treatment

(MI POST) Form

Can be revoked at any time

Must be reaffirmed annually


https://www.michigan.gov/mdhhs/-/media/Project/Websites/mdhhs/Inside-MDHHS/Policy-and-Planning/EMS/MI-POST/MDHHS-5836.pdf?rev=98e634ea19d947fd93f7eabd6acd20b2&hash=BFB3B77921E34A03BC4E6DB23C5238BD

Question or Comments?

To cure sometimes, to relieve often, to comfort always...

Dr. Edward Livingston Trudeau, founder of the Saranac Lake tuberculosis sanitarium



