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Basic Format

Palliative (Supportive) Care
o What it is, what is offered, when to call

Communication

Hospice
o What it is, what is offered, when to call, ow to call

Questions



Objectives

At the completion of this exercise, the learner will
be able to:

Describe patient criteria for a Palliative Care consult

Recall and appreciate various strategies for effective communication in
sensitive and end of life situations

Differentiate between Palliative Care and Hospice

Retain and be able to access multiple quick references to use for
primary palliative care

Feel more comfortable leading a family meeting



ACGME - 2022

ACGME requirements for IM programs:

“Residents must demonstrate a level of expertise in the
knowledge of the broad spectrum of clinical disorders seen
by an internist, including the core content of GIM, which
includes the IM subspecialties, the multidisciplinary
subspecialties of geriatric medicine, hospice and palliative
medicine, and addiction medicine, and neurology.”

“The educational program for all residents must
include....clinical experiences in geriatric medicine, hospice
and palliative medicine, addiction medicine, emergency
medicine, and neurology.”



Restoring the Balance

Lize Prolongwg Care
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Definition of Palliative Care

The World Health Organization (WHO)

“an approach that improves the quality of life for
patients and their families facing serious illnesses
by preventing and relieving suffering through the
assessment and treatment of pain and other

symptoms — physical, psychosocial, and spiritual.

It is applicable at any stage of a serious illness, can be
provided alongside curative treatment”

https://www.who.int/news-room/fact-sheets/detail/palliative-care



Case History

88 year old widow, ambulatory nursing home resident, fell
out of bed and has hip pain and a foreshortened, slightly
externally rotated right leg.

PMH: Alzheimer's dementia, inoperable CAD, PAD, GERD
causing chest pain and multiple admissions, osteoporosis
with multiple compression fractures causing chronic back
pain

Social history- 65 year old DPOA daughter lives in Wichita
and has health issues, comes to KC once a month.

Workup reveals femoral neck fracture



Palliative Care team

Interdisciplinary Team (IDT)

o Advanced Nurse Practitioner (ANP)
> Physician

o Medical Director

o Residents

o Spiritual Health Services (Pastoral Care)
> Social work services
> Pharmacist



Palliative medicine

Incorporates seven major skills:

o communication

> decision making

> management of disease-related complications
> symptom control

> psychosocial and spiritual care

o care of the dying

> coordination of care or continuity



Palliative Care

Palliative Care

°is not just pain therapy
°is not just for cancer

°is not just end-of-life care

Palliative Care
o is care for the end of life
> not just at the end of life.



We Can Help
The Appropriate Consult

Potentially life limiting illness:
Cancer

Brain Injury — anoxic, traumatic

End Stage Liver Disease/ Cirrhosis
Chronic Kidney Disease/ ESKD

COPD

Heart Failure

Dementia



We Can Help

The Appropriate Consult

Multiple hospitalizations

Uncertain prognosis, goals of care

Family distress impairing surrogate decision-making
Metastatic cancer

Code blue history

Multi-organ failure

Difficult symptom control

Previous hospice patient

Request for comfort care or hospice information
Patient or family spiritual or psychological distress
ICU admission



We Can Help

The Appropriate Consult

Life-limiting illness
Likely benefit from end-of-life discussion
Goals of Care issues

The Surprise Question



The Surprise Question

"Would you be surprised if this patient
were to die in the next year?"

JAMA Intern Med. Published online October 03,
2016. doi:10.1001/jamainternmed.2016.5928



“No, | would not be surprised”

Assess:
o symptoms, distress

o understanding of the underlying illness, treatment options, and
Prognosis

o decision-making capacity (DMC)
Elicit patient’s care preferences and values.
Engage in honest conversations about prognosis and expectations.
Advance Directive — review or introduce, and is it available in EMR
Consider a palliative care consultation.

Consider if and when a hospice referral might be appropriate.



Appropriate consult- early

Before

> terminal phase of illness

o alternatives have been exhausted
o patient is highly symptomatic

°in social disarray

o family crisis



We Can Help
The Appropriate Consult

Most common Consultation reasons:

Goals of Care discussion

Assess decision-making capacity
Advance Directive

Plan of Care (e.g. resuscitation status)

Family meetings



Symptom management
Quality of Life

Pain
Dyspnea
Nausea
Constipation
Anorexia
Fatigue
Depression
Anxiety
Drowsiness
Secretions

Delirium



Tasks for

Palliative Medicine (hospital)

o Align expectations
o discussions on goals of care
° communication (patient, relatives, treating team)
o Evaluate and make recommendations for symptom management
> advance care planning / health proxy

Hospice (home / nursing home)

> Manage dying process
o attention to co-morbidity, manage symptoms
o advance care planning / health proxy
> End of life adjustments if agreement (deprescribing, nutrition/hydration)



Communication

Difficult conversations
o Goals of Care

° Delivering bad news
o Conflict
o Grief

Family meetings



Why Communication Skills?

46 percent of physicians report not knowing
what to say during conversations with
seriously ill patients

29 percent felt they received the necessary
communication skills training to break
difficult news, explore goals of care and
navigate end-of-life decisions

The John A. Hartford Foundation 2016



Communication strategies

Ask, Tell, Ask

Wish, Hope, Worry

Back A, Arnold R, Quill T. Hope for the best, and prepare for the worst. Ann Intern
Med. 2003;138(5): 439-443



The “Ask-Tell-Ask” Technique

e AsK the patient what his or her understanding of iliness is. Explore their
hopes and fears/concerns. After you have heard,

* Tell the patient new information that adds to what they already know.

® Finally AsK them what they understand from what you have told them.
Clarify their goals and expectations before any decision making discussion.

https://www.endoflifeessentials.com.au/
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Delivering bad news




The Conversation: Who and
Where?

® Poor prognosis

® New diagnosis
® Frequent admissions
® \When the topic comes up

® Primary Care office
® Emergency Room

°|CU
® Hospital room



Fostering Advance Directive
Discussions

> Make it routine
° I'm not sure if we've talked about this...
> This is something | discuss with all my patients
> Speaking of that...
° Since you mentioned...
o Let me ask you about that...
o While your (family member is here) let me ask...
° |t would be helpful to me to know...



Delivering Bad News
S-p-i-k-e-s

SPIKES protocol

Setting (timing, others present)

Perception ((patient’s) of condition and seriousness)
Invitation from patient to receive information and how

Knowledge- giving medical facts

Emotions and empathy as patient responds

Strategy and summary


https://www.youtube.com/watch?v=3dcmg403pT4&t=216s

SPIKES - Invitation

Would it be alright if | shared with you at this time?

It would help me to know the manner in which you’d like me
to discuss this with you.....

How much information would you like me to give you about
your diagnosis and treatment?

| know we have discussed this before. With the new
information | have today, tell me how you would like this to
go. Would you like me to give just the main points, or would
you prefer all the details now, or perhaps later?



Responding to emotional cues
The NURSE mnemonic

N - Name it “..it sounds like you’ve been worried about what’s going

”

on...

U - Understand the core message: “..if | understand you correctly, you
are worried about what to say to your family and how they will react...

”

R - Respect /Reassurance at the right time: “...I'm really impressed that
you’'ve continued to be independent ...

S - Support: “.. would you like me to talk to your family about this...”

E - Explore: “... | notice that you’re upset, can you tell me what you’re
thinking?”

The NURSE mnemonic has been reproduced from Back A, Arnold R, Tulsky J. Mastering communication with seriously ill
patients: balancing honesty with empathy and hope. Cambridge University Press; 2009 Mar 2.



Conflict
the angry patient or family

Anger — a response/ signal

>\We are being hurt or disrespected
cQur rights are being violated
>Qur needs/ wants are not being met



Conflict
the angry patient or family

Strategies for constructive response
> Take your own pulse
> Remember your mission
> Mediation — open, principled
> Do not debate

° Moves for the moral high ground
> Tends to focus on why you are right



Grief- what to say

“I can’t imagine..... This must be.....
say you were thinking about the grieving person or the one they lost

say the name of the one they lost. (Grieving people love hearing it
from the lips of someone else)

“I completely understand if the timing is not good for....”

—Don’t assume there is a timeline to grief. An email a year after a
loss could be more meaningful than one a week later.

— Remember the bereaved on holidays, birthdays, anniversaries or
any day that you know has special meaning

Patrick O’Malley, Gettingg Grief Right


http://amzn.to/2uYlODK
http://amzn.to/2uYlODK

Grief- not so helpful

‘my thoughts and prayers are with you’

‘Let me know If there Is anything | can
do’

two phrases that are said so often that the words have
lost meaning



What NOT to say

These phrases imply that grief has a timetable
-“Time heals all wounds”

-“You have to move on”

-“Grief happens in stages”

-“I hope you find closure”

These phrases are by-products of a culture that rewards positivity:
-“He wouldn’t want you to be sad”

-“It's important to stay busy and productive”

-“This will make you stronger”

-“You have your whole life ahead of you”

-“At least ... you’re young enough... to have another child/remarry”

These religious thoughts might imply that a faithful person should not
mourn:

-“God doesn’t give you more than you can handle”

-“God has a plan”

-“Everything happens for a reason”

-“He/she is in a better place”

-“It was her/his time to go”

Patrick O’Malley, Getting Grief Right



http://amzn.to/2uYlODK

What to say

“I don’t know how you and Suzy met. Can you tell me?”

“I know the two of you loved to travel. What was your favorite trip?”
“What do you miss most about him?”

“How are you doing today?”

“We’ve never really talked about the day it happened. Id like to hear
about it, if you’re able.”

“I'am sorry I did not get to meet your dad. | would love for you to tell

me something about him.”
Bring up your own memories

Offer to listen to a grieving person’s story. A bereaved person might be
looking for a safe set of ears, a place for the story to land

make sure they know that the one they lost has not been forgotten

Patrick O’Malley, Getting Grief Right


http://amzn.to/2uYlODK

Common family conference
discussion points

Diagnosis Home care issues

Extent of disease Community resources

Nature of lllness Options for terminal care

: Financial concerns
Explanation of symptoms

. Unsettled legal matters
Prognosis

Emotional needs
Code status

Concerns about coping with
Goals of treatment death at home

Handling of emergencies Funeral arrangements

Clayton, et al J Clin Oncol, 2007 Feb 20;25 (6):715-722



Patient Centered Care

Establish patient values and
preferences

Communicate prognosis
Goals of care
Plan of care consistent



| Want Everything Done

Goals of Care discussion

® | et’s talk about what “everything” is
® |Let’s try and figure out what (s)he would want

®* We will do everything:
® Beneficial
®Likely to help
® Reasonable
® That will possibly help



Fostering Advance Directive
Discussions

Elicit important values

° |s there anything you are worried about

o |T(fe” me how this pain/cancer/illness has affected your
ife

> What makes life worth living for you

> What makes life NOT worth living for you

> What are your hopes for the future

> What is your goal for a full code



-ostering Advance Directive
DIscussions

Address a limited number of issues
o CPR

o Artificial nutrition and hydration

Complete documents

Review/update documents regularly



Goals of Care
People have different preferences

® \Want all forms of support no matter what
® \Want very limited contact with the health care system

® \Want life support if thought useful as a “bridge” to
health but wouldn’t want to get stuck

® Do you know which kind of person you are?

® So, based on this kind of person, and knowing what |
know about your medical condition, let me translate....



CPR

The only medical procedure/ treatment that
requires an order to be withheld

DNR does not mean “do not care” or “do not
treat”

Summary- About 15% (1 in 6 patients)
o Co-morbidities lessen the chances

° Risk of CPR related complications



End of Life (EolL) discussion

Avoid Instead

°|f it were my mother

®|’m certain In my experience

e \Withdrawal of “care” Withdraw treatment
®|’'m sorry | wish

®Everything Beneficial



What Not to Say

Pull the plug

(patient is) Going palliative

(patient is) Non-compliant

(We are going to) withdraw care

Patient failed (chemo, the treatment)

(There’s) Nothing more we can do

(We want) “everything” done

She’s a fighter (language of war) Battle ... a battle you can’t
win

The patient is a DNR

Giving up






Hospice




What is Hospice?

A philosophy of care for dying patients

and their families

Hospice is not a place!



Comparing Hospice vs. Palliative
Care

Hospice Palliative Care

Prognosis 6 months or Life limiting illness

less May be combined with

Focus on comfort care curative care

Medicare hospice benefit Independent of payor

Out of hospital Inpatient emphasis
currently




Hospice

Palliative Care




Daily Medicare Reimbursement
Rate™* (By Service Type)

Daily Rates for FY 2025 beginning October 1, 2024

Routine Home Care (Days 1-60): $224.52
Routine Home Care (Days 61+): $176.92

Continuous Home Care (Full Rate): $1,618.59 (equivalent to
S67.44 per hour) for 24 hours of care during a crisis

Inpatient Respite Care: $518.78
General Inpatient Care: S1,170.04



Medicare Hospice Benefit

=] Eligibility criteria- Medicare eligible and:
1. Two physicians certify prognosis of less than 6
months assuming “the terminal illness runs its

usual course”.

2. Treatment goals are palliative rather than
curative.

3. A physician is willing to be the physician of
record.

[*] Note!! Hospice agencies may not use DNR status as criteria for
eligibility. (CMS)

>



What services are provided to
patients and their families?

Provide medications, medical supplies and equipment

Manage pain and symptoms

Assist with emotional, psychosocial and spiritual aspects of dying
Instructs family/caregivers on care issues

Deliver special services (speech, PT)

Available short term inpatient care

Bereavement care and counseling for survivors



Hospice Enrollment: Myths vs Facts

Myths Facts
Must agree to DNR Code status not required
No hospitalizations Allowed with coordination

Must stop chemo/radiation Palliative therapy allowed
No research participation Research permitted
One MD certifies prognosis Two MDs certify prognosis



Palliative Care vs Home Health

Palliative Care Home Health

Focus: Quality of life, symptom relief at any Focus: Recovery/rehabilitation after illness or

stage injury

Can be given with curative treatments Usually short-term, for homebound patients
(Medicare)

Settings: home, hospital, nursing facility Delivered specifically in the home

Team: doctors, nurses, social workers, Team: nurses, therapists, aides

chaplains, pharmacists

Services: symptom management, emotional &  Services: wound care, |V therapy, rehab,
spiritual support, advance care planning personal care tasks



Home Palliative Care vs Home
Health Visit Frequency

PALLIATIVE CARE HOME HEALTH

Variable based on needs Episodic care
Can become more frequent  Improves over time
Involves different Based on doctor's orders

rofessionals e .
P Specific criteria for visits

Provides 24/7 support



Discussing Hospice with
Patients/Families

[=] First: Help patients identifyimportant end of life goals,

typically
Home, family, symptom control

[=] Second: Present Hospice care as a means by which these
goals can best be met.

[=] Third: Stress that having trained eyes and ears in the
home on a regular basis can assist you in doing a better
job to help meet the patient’s goals.

[=] Fourth: Suggest an informational visit by a hospice agency
to the patient’s home.



General Predictors Applicable
to all Diagnoses

Underlying chronic life-limiting disease

Functional status
o Progressive loss of function (ADL’s)

Nutritional status
> Weight loss
o Insufficient intake



Performance status *

Karnofski perfomance status scale
Palliative Performance Scale (PPS)

Eastern Cooperative Oncology Group
Performance status scale



ECOG performance status

m Description of patient

0 Fully active, able to carry on all predisease performance without restriction

1 Restricted in physically strenuous activity but ambulatory and able to carry
out work of a light or sedentary nature, e.g., light housework, office work

2 Ambulatory and capable of all self-care but unable to carry out any work
activities; up and about more than 50% of waking hours

3 Capable of only limited self-care; confined to bed or chair more than 50%
of waking hours

4 Completely disabled; cannot carry on any self-care; totally confined to bed E
or chair )

5 Dead g

Source: Eastern Clinical Oncology Group




PPS
Level

Ambulation

Palliative Performance Scale (PPSv2)

Activity & Evidence of
Disease

Self-Care

Intake

version 2

‘ Conscious Level

100% Full Normal activity & work Full Normal Full
No evidence of disease
90% Full Normal activity & work Full Normal Full
Some evidence of disease
80% Full Normal activity with Effort Full Normal or Full
Some evidence of disease reduced
70% Reduced Unable Normal Job/Work Full Normal or Full
Significant disease reduced
60% Reduced Unable hobby/house work Occasional assistance Normal or Full
Significant disease necessary reduced or Confusion
50% Mainly Sit/Lie Unable to do any work Considerable assistance Normal or Full
Extensive disease required reduced or Confusion
40% Mainly in Bed Unable to do most activity Mainly assistance Normal or Full or Drowsy
Extensive disease reduced +/- Confusion
30% Totally Bed Unable to do any activity Total Care Normal or Full or Drowsy
Bound Extensive disease reduced +/- Confusion
20% Totally Bed Unable to do any activity Total Care Minimal to Full or Drowsy
Bound Extensive disease sips +/- Confusion
10% Totally Bed Unable to do any activity Total Care Mouth care Drowsy or Coma
Bound Extensive disease only +/- Confusion
0% Death - - - -




Prognostic Indicators: Cancer

3 months or less

In bed >50% time and getting worse

Hypercalcemia (except new myeloma or breast cancer)
Dyspnea related to the cancer

Carcinomatous Meningitis or Malignant Pericardial Effusion
Liver Metastases with jaundice

Brain metastases

Malignant ascites or pleural effusion

Most metastatic solid cancers in which there is no planned,
or ineffective, systemic treatment



Test question

Pick the language that, instead of expressing
compassion, empathy and bringing comfort to
the patient and family, can have unintended
consequences:

o -] want to give you the best care possible (until the
end)

o -|'ll do everything | can to help you maintain your
independence

o -| will focus my efforts on treating your symptoms
> -Do you want us to do everything possible?

o -] want to help you live meaningfully in the time that
you have



Important Resource

Fast Facts — Palliative Care

o https://www.mypcnow.org/

ﬂq PALLIATIVE CARE
MM NETWORK OF WISCONSIN
Young Carers of The Anorexia- The Importance
Patients with Cachexia of Sitting When
Serious llIness Syndrome: Caring for
= L Eere EREEI) Pharmacologic Patients with
Afolasade Fakolade Management Serious llIness
PhD(2), Dr. Warren Lewin
MD(3) By Jacqueline Sheehan By Sean Marks MD,
MD1, Sara Radparvar Jonathan Gully MD, James
PharmD2, Mollie Biewald Deming MD

MDI1


https://www.mypcnow.org/
https://www.mypcnow.org/

Vital Talk

https://www.vitaltalk.org/vitaltalk-apps/

() vitaLalk



https://www.vitaltalk.org/vitaltalk-apps/
https://www.vitaltalk.org/vitaltalk-apps/
https://www.vitaltalk.org/vitaltalk-apps/
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Durable Power of Attorney for Healthcare Decisions
W Take a copy of this with you whenever you go to the hospital or on a tripm

I[ilimpﬂmmd’]m sOmeane [Dmik! hH]IJ'JI:irE &D‘n‘m‘ﬂ ﬁ" you \-hm you mm:kﬂummmm‘]‘ﬂ[! &ﬂ-_‘-m h }'D'UHE[E
Tell the person you choose whar healthcare reatments you wane. The person you choose will be your apent. He or she will have the rghe

agent’s name.

I 55¢# {opaional ), appednt the person named in this
document to be my agent to make my healsheare decisions.

This document is a Durable Pawer of Anomey for Healthcare Decisions. My agent’s power shall not end if | become incapacttated or if
there is uncerminty thaz | am dead. This document revokes any prior Durable Power of Artorney for Healtheare Decsions. My agent may
not appaint anyone else o make deamons for me. My agens and caregivers are protected from any clams based on follewing this Durable
Power of Amorney for Healthcare. My agent shall not be responshle for any costs assocated wath my care. [ grve my agent hall power to
make all decimons for me shout my healtheare, inclading the power to direc: the withholding or withdrawal of bife-preloaging reatment,
hldudingardﬁ:iaﬂymppﬂu:lnuﬁﬂm and hjdririun,l’rube Fuding.ij.gun is authorized m

- C“lml'[, TEF‘.L'b!. or \-'id-]dﬂ" COnSeno I ANy CAre, chd‘l"!,u!nm!n[. or DEI":CE m &]g‘m,u!i[. or nuinui]l]. pjl,‘ﬂlﬂaj or mmu]
condition, incleding arnfcal numooen and hydranon;

Permit, refuse, or withdraw permission to participaze in federally regulaced research related to my condition or disorder

Make all necessary arrangemenss for any hospizal, psychiarric trearment facilicy, hospice, nursing home, or acher healthcare
crganization; and, employ or discharge healthcare personnel (zny person who s authonzed or permitted by the laws of the state to
provide healthcare services) as he or she shall deem necessary for my physical, mental, or emotional well -being:

* Request, receive, review, and authorize sending any information regarding my physical or mental health, or my personal affairs,
induding medscal and hospital records; and execute any releases that may be required to abain sach information;

Mawe me into or out of any State or msatubion;

Take legal acmon, if needed:

Make decisions sbout autopsy rssae and organ donason, and the dispesition of my body in conformity with stase Law: and
Become my guandian if one is needed,

In exerasing this power, | expect my agent to be guided by my directions as we discussed them prior o this appomtment and/or tw be
geded by my Healthcare Directiwe (see reverse side).

If you DO NOT want the person {agent) you name fo be able to do one or other of the above things. daw a line
through the statement and put your initials at the end of the line.

Agent’s name Phone Email

Address

If you do mot want fo name an alternate, write “none.”
A[’lﬂm Asﬂl.'['i name
Address

Phone

Email

Execution and Effective Date of Appointment

My agent’s authonity ts effecove immediazely for the hmited purpose of haw:
heal praviders and me aboas my condition. My agents authority tom
when and anly when | cannot make my own healthcare decemions.

full access to my medical records and go confer with my
all healthcare and related decsions for me is effective

SKGMN HERE for the Darable Power of Attorney and for Healtheare Dérective forms. Many srates require notarization. Iv is recoenmended for the
resicenits of 2l states. Please ask two persons to witness your sigracure who are noe relaced to you or financially connecred to your estace.

Signarure Dare
Witness Dace

Motarization:

O this day of . in the year of F appeared before me the person sigring, keown by me co be the person who
completed chis document and acknowledped it as his/her free ace and deed. TN WTTNESS WHEREOF, T have set my hand and affived my afficial
mﬂhd\e&mqn&- . Seate of on the date written above.

Wotary Public

Commission Expires, |
HhiR—

Healthcare Treatment Directive

L , 55# want everyone who cares for me to know what healthcare T want.

{oprional)
1 always expect to be given care and tresrment for pain or discomfort even if such care may affect how I sbeep, eat, or breache.

I'want my dying to be as natural s possible. Therefore, I direct that no treatment (including food or water by tube) be given just o
keep my Eﬂgj‘ [';;Jnn:iunjng when I h];',: : ¢ by wbe) begiren]

+ a condition that will canse me to die soon, or

+ a condition so bad (including substantial brain damage or brain disease) that I have no reasonsble hope of achieving a quality of
life that is acceptable to me.

An acceptzble quality of life to me is one that includes the following capacities and values. [ Dhescribe here the things that are most
impareant to you when you are making decisions o choose or refuse life-sisezining rearments. )

+ make decisions
+ take care of myself

+ COMMunicate
+be responsive (0 my covironment

Examples: + recognize family or friends

+ feed myself

I'want my doctor to try treatments on a time-limited basis when the goal is to restore my health or help me experience a life in a
way consistent with my values and wishes. I want such treatments withdrawn when they cannot achieve this goal or become two
burdensome to me.

Among the time-limited creacments [ would not agree to under any circumseances are the following:

Examples: « resuscitation (CPR) + dialysis + ventilator
+ food or water by tube + chemotherapy + transfusions
+ antibiotics + SUTPELY

In facing the end of my life, T expect my agent (if T have one) and my caregivers to honor my wishes, values, and directives.
Ba sure to sign the reverse side of this page even if you do not wish
to appoint a Durable Power of Attorney for Healthcare Decisions
If you only want to name a Durable Power of Attorney for Healthcare Decisions, draw a large X through this page.

Talk about this form and your ideas about your healthcare with the person you have chosen to make
decisions Tor you, your goctors, tamily, Triends, and clergy. Give each of them a completed copy.

You may cancel or change this form at any time. You should review it often. Hach time you review i, put your initials and the
date here.

‘This document is provided as a service by the Center for Practical Bioethics,
For more information, call the Center for Practical Bioethics 816-221-1100
E-mail — bioethicpracticalbiocthics.org + Web site — waw practicalbiocthics.org
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