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• What is Palliative Care?

• Why is early palliative care important for patients with advanced lung disease?

• How can you help patients with advanced lung disease receive early palliative 
care?

Objectives



What is Palliative Care?

Buss MK Mayo Clin Proc 2017



• Palliative care is specialized medical care for people living with a serious illness
◦ Provides relief from the symptoms and stress of the illness
◦ Improves quality of life for both the patients and the family
◦ Appropriate at any age and at any stage in a serious illness
◦ Based on the needs of the patient, not the prognosis
◦ Extra layer of support
◦ Can be provided along with curative treatment
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• People with advanced lung disease are very sick

• People with advanced lung disease have many healthcare challenges

• There are many people with advanced lung disease

Why is Palliative Care Important for Patients with Advanced Lung 
Disease?



• Advanced COPD and end stage ILD carry mortality rates similar to metastatic 
cancer

Prognosis in Advanced Lung Disease



Symptom Burden

Carvajalino BMC Pulmonary Medicine 2018



Patients with COPD have large number of symptoms (regardless 
of severity of disease)

Christensen JPSM 2016



Shortness of Breath and Fatigue increase with worsening COPD

Christensen JPSM 2016



• Progressively debilitating breathlessness

• Unrecognized and undertreated psychological symptoms

• Social isolation

• Declining functional status

• Frequent hospitalizations near the end of life

Healthcare Needs



• Compared to patients with lung cancer, patients with COPD are…
◦ Older
◦ Similar symptom burden/level of quality of life
◦ More comorbidities
◦ More likely to have problems with ADLs/IADLS
◦ More likely to have end of life ICU care
◦ Less likely to have caregiver support; more likely to have caregiver burden
◦ Less understanding of their illness

Suen Chest 2024
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◦ Similar symptom burden/level of quality of life
◦ More comorbidities
◦ More likely to have problems with ADLs/IADLS
◦ More likely to have end of life ICU care
◦ Less likely to have caregiver support; more likely to have caregiver burden
◦ Less understanding of their illness
◦ Less likely to have advance directive
◦ Less likely to be referred to palliative care
◦ Less likely to enroll in hospice
◦ More likely to have later palliative care consult

Suen Chest 2024



Patient Centered Utilization

Earp BMJ Open 2021



• Reduction
◦ Odds of hospital admission in the last year of life
◦ Odds of dying in the hospital
◦ Respiratory-related ED visit
◦ Respiratory-related hospitalization

• Improvement
◦ Survival
◦ Quality of Life
◦ Anxiety and Depression (both patients and caregivers)
◦ Mastery of breathlessness
◦ Rates of advance care planning

Early Palliative Care in ILD

Bekelman JAMA 2024; Kreuter Lancet
2017; Bischoff JPM 2021; Rodrigo-Troyano 
JPM2022; Kalluri JPSM 2018



• Uncertainty

• Destroying Hope

• Time

Why Not Palliative Care?



Disease Trajectories

Lunney et al JAMA 2003



Zimmermann JAMA Oncol 2022



Zimmermann JAMA Oncol 2022

1.Palliative 
Care is the 
umbrella, not 
the rain

2.Predicting 
the rain can 
be difficult.

3.Having an 
umbrella 
does not 
bring on the 
rain.



• Hope for more time

• Hope for less symptoms

• Hope for control and peace

• Hope that life has meaning

• Hope to repair relationships

• Hope to finish some practical things before 
death

• Hope that people will deal with me honestly

• Hope to have some pleasurable experiences 
in life

Holding Hope

Rosenberg JAMA 2021

The role of clinicians is not to 
prioritize a single likely or unlikely 
hope. Rather […] to help their 

patients recognize the diversity 
and breadth of their hopes. With 
time, doing so allows patients to 
psychologically adjust, identify 

goal-concordant decisions, and 
more successfully navigate their 

illness.



How to Provide Palliative Care

Symptom 
Management

Patient Education & 
Support Care Coordination Advance Care 

Planning
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Management

Patient Education & 
Support Care Coordination Advance Care 

Planning

- Acknowledgment 
and normalization 

that symptoms 
are common

- Palliation of 
symptoms



Edmonton Symptom Assessment Scale

Pain

Fatigue

Nausea

Depression

Anxiety

Drowsiness

Shortness of Breath

Appetite

Well-Being

Sleep

Average



Edmonton Symptom Assessment Scale
A

Pain 0

Fatigue 0

Nausea 5

Depression 7

Anxiety 2

Drowsiness 5

Shortness of Breath 1

Appetite 7

Well-Being 7

Sleep 5

Average 4



Edmonton Symptom Assessment Scale
A B C D E F

Pain 0 0 0 0 0 0

Fatigue 0 10 6 3 0 5

Nausea 5 0 9 2 2 5

Depression 7 0 5 1 0 3

Anxiety 2 4 7 3 3 3

Drowsiness 5 2 4 1 0 1

Shortness of Breath 1 8 4 7 2 5

Appetite 7 7 10 3 2 5

Well-Being 7 5 7 3 2 3

Sleep 5 8 5 3 2 2

Average 4 4.4 5.7 2.6 1.3 3.2



How to Provide Palliative Care

Symptom 
Management

Patient Education & 
Support Care Coordination Advance Care 

Planning

- Acknowledgment 
and normalization 

that symptoms 
are common

- Palliation of 
symptoms

- Process of 
uncovering 

patient goals and 
values; then, 

aligning 
healthcare with 

those goals
- Documentation 

through advance 
directive and/or 

POLST



How to Provide Palliative Care

Symptom 
Management

Patient Education & 
Support Care Coordination Advance Care 

Planning

- Acknowledgment 
and normalization 

that symptoms 
are common

- Palliation of 
symptoms

- Health Literacy
- Information 

Preferences
- Past Experiences 

with Health 
System

- Coping with 
illness

- Process of 
uncovering 

patient goals and 
values; then, 

aligning 
healthcare with 

those goals
- Documentation 

through advance 
directive and/or 

POLST



How to Provide Palliative Care

Symptom 
Management

Patient Education & 
Support Care Coordination Advance Care 

Planning

- Acknowledgment 
and normalization 

that symptoms 
are common

- Palliation of 
symptoms

- Health Literacy
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Preferences
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- Coping with 
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- Resource 
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support
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• “It always feels too early until it’s too late”, “Hope for the best; prepare for the 
worst”
◦ It’s hard to predict, so don’t try to

• Triggers
◦ Hospitalizations
◦ Complex symptom burden (physical and emotional)
◦ Disease progression (changes in oxygen needs, FEV1)
◦ Prognosis (Surprise Question, BODE)
◦ Lack of standardized tools

• Patients may be ready before their providers are ready

When to start



Primary Palliative Care

Symptom 
Management

Patient Education & 
Support Care Coordination Advance Care 

Planning

- Consider 
symptom scales 
beyond SOB -

anxiety, 
depression, 

fatigue, sleep, 
appetite

- What changes 
have you noticed 

in your health 
lately?

- How does your 
illness impact 

your everyday life 
or those around 

you?

- What are you 
hoping for?

- What are you 
most worried 

about?
- Who should be 

involved in 
making decisions 
if you are too sick 

to speak for 
yourself?



What are you going to do?

• - Cognitive Question

• - Requesting data

• - Physician is expert in data

Responding to Emotions Disguised as Questions
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What are you going to do?

• - Cognitive Question

• - Requesting data

• - Physician is expert in data

• “We will try a new treatment; check labs; 
follow up in 3 months”

“WHAT ARE YOU GOING TO DO?!?!”

• - Emotional Response

• - Unable to hear data

• - Expressing fear, worry, anger

• - Patient is expert in emotion

“This is not the news you were expecting. I wish 
things were different.”

Responding to Emotions Disguised as Questions



www.getpalliativecare.org



• Palliative Care is an extra layer of support for patients living with serious illness to 
help with the symptoms and stress

• Early palliative care has been associated with improved symptoms and quality 
of life, decreased hospital utilization at the end of life, and no decrease in length 
of life.

• Primary palliative care can be provided by any doctor by remembering to 
address symptoms and stress.

Summary


	CoverforFridayPDF
	11_Grace Amadi
	11_Friday_Amadi_PallCarePulm
	Palliative Care for the Patient with Chronic Lung Disease	
	Disclosures
	Objectives
	What is Palliative Care?
	What is Palliative Care?
	What is Palliative Care?
	Why is Palliative Care Important for Patients with Advanced Lung Disease?
	Prognosis in Advanced Lung Disease
	Symptom Burden
	Patients with COPD have large number of symptoms (regardless of severity of disease)
	Shortness of Breath and Fatigue increase with worsening COPD
	Healthcare Needs
	Slide Number 13
	Slide Number 14
	Patient Centered Utilization
	Early Palliative Care in ILD
	Why Not Palliative Care?
	Disease Trajectories
	Slide Number 19
	Slide Number 20
	Holding Hope
	How to Provide Palliative Care
	How to Provide Palliative Care
	Edmonton Symptom Assessment Scale
	Edmonton Symptom Assessment Scale
	Edmonton Symptom Assessment Scale
	How to Provide Palliative Care
	How to Provide Palliative Care
	How to Provide Palliative Care
	When to start
	Primary Palliative Care
	Responding to Emotions Disguised as Questions
	Responding to Emotions Disguised as Questions
	Responding to Emotions Disguised as Questions
	www.getpalliativecare.org�
	Summary


