ADVANCE LUNG DISEASE PLANNING

INTEGRATING PALLIATIVE CARE IN ADVANCE LUNG DISEASE




OUTLINE

|.  Review current data on palliative care in pulmonary medicine

= Patient and physician perspectives
2. When should palliative care be introduced in advance lung diseases and outcomes

3. Introducing palliative care into outpatient pulmonary medicine

= Blended/collaborative practices



HISTORY ON PALLIATION

Aa ~~ ol

—— l o4 4 L n e " Aamy 4 1 — [ -

Seeing the patient beyond their disease and
focus on symptomatic relief and stress of illness

while providing quality of life to patient and
their family.
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PALLIATION IN PULMONARY MEDICINE

= “] can’t breathe, | need air”...

= Despite advances in disease treatment, symptoms are still a significant
burden.

= High rates of resource used. $18 billion in 2012

= Palliation addresses patients as a whole

= Symptomatic management of dyspnea involves multiple aspects.
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CHALLENGES
AHEAD

CHALLENGES FOR PHYSICIANS

= Barriers to communication and opportunities
= Fear of opening the discussion I
= Time constraint
= Lack of knowledge and expertise among providers HOW to recognize patient in need
=  No clear guidelines
= When to initiate in patient COPD diagnosis vs ILD vs Pulmonary hypertension
=  How to engage in the conversation
®  How do | even bring it up
=  WIDESPREAD misconception
= Often hear palliation and hospice as interchangeable words within our own community
= Are we giving up!?

=  AVAILABILITY



= CHEST
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Diffuse Lung Disease: Original Research

Provider Perspectives on and Access to Palliative
Care for Patients With Interstitial Lung Disease

The abstract of this paper was presented virtually at the American Thoracic Society Annual Meeting, May 14-19, 2021.
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DIFFUSE LUNG DISEASE B .,
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What Are the Perspectives on Palliative Care (PC) in )i%ig

Interstitial Lung Disease (ILD) Providers? CHEST

STUDY DESIGN

+ 24-question electronic survey
disseminated to 68 Pulmonary
Fibrosis Foundation Care Centers in
the US

Location of Survey Respondents

RESULTS

Providers who | Providers who
refer to PC rarely refer to PC

Timing of referral to PC

At objective disease progression 53 (53.5%) 0 (0.0%)
At symptomatic progression 79 (79.8%) 3(10.3%)
At hospitalization ) 42 (42.4%) 5(17.2%)
Determinants of lack of referral to PC

Lack of PC at institution 4 (4.0%) 19 (65.5%)
Discomfort discussing PC 1(1.0%) 2(6.9%)
Insufficient time to discuss PC 3(3.0%) 5(17.2%)
Comfortable addressing PC need in clinic 7(7.1%) 7 (24.1%)
| feel comfortable assessing a patient's readiness for and acceptance of PC
Disagree 2 (2.0%) 1(3.4%)
Neutral 6(6.1%) 5(17.2%)
Agree 61 (61.6%) 11 (37.9%)
Strongly agree 29 (29.3%) 12 (41.4%)

Most ILD providers exhibit knowledge regarding PC and agree with PC for their patients with ILD.

Gersten R, et al. CHEST August 2022 | @journal_CHEST | https://doi.org/10.1016/j.chest.2022.03.009
Copyright © 2022 American College of Chest Physicians

|28 completed surveys, all 68 Fibrosis
Foundation Care Center Networks

Referrals made at
symptomatic/objective clinical disease
progression

Rarely referred due to lack of local
palliative care (PC)

Difficulties discussing

Lack of STANDARD measures of
disease specific symptoms, burden,
health related quality of life.

Discordance between self reported
and actual use of services (inpt and
outpt)



MISSED OPPORTUNITY

Yes, that train has left the station, No, there won't be another one,




CHALLENGES FOR PATIENTS

year, | | had to is the way be. The ac 0 ally the
biggest part It was a different ie from what | used to lead. (PTDO01, 57yo WM, FEV, 32%)
This is a fact that we both had to face. Anyt ) on my part to make it easier
for him, F'm allin. It h

1 had worked since | was nine years old. Workin' was my hobby. It was everything. Aftera

{ W L ditf

I cant get out and walk. | can't do nothin'. | used 1o hunt and fish all the time. | was physical all
the time. | can't do nothin’ now. That's depressing as hell. (PT007, 63yo WM, FEV, 38%)
Personally, it affected me as wall, too, because | used to be an outgoing parson. | anjoy takking
o people. | like to go places. | like to have fun. | miss going to have lunch with my sisters. |
can' leave the house no more than an hour because | don't know if he might need me to do
‘something for him. (CGOOS, 61yo AAF to PT008, 61yo AAM, FEV, 25%)

The breathin’, it's all | can do to go out there. You wouldn't think it'd be nothin' to pour dog food in an
old pan, dump out old water, and put fresh water in there. It's a chore. (PT006, 56yo WM, FEV, 13%)

| was afraid for him, and | was just praying that whatever it is. God would give him strength and put
some more air in his body. (CG002, 61yo AAF to PT002, 65y0 AAM, FEV, 33%)

Broad Themes

1 dont know what COPD is. | just know that | can't keep up with my friends. | just didn't know what it
was. I'm leaming slowly about the disease.(PT009, 57yo AAM, FEV, 50%)

I'm gonna be honest, it was a big shock. | knew something was wrong. | just didn't know what it was.
She wasn't the same person anymore. | saw she was going through some of the same things that
they wera talking about on TV. (CG00S, 51yo AAF to PT00S 49yo AAF, FEV, 70%)

Prognostic | don't know what's coming. That feels bad. (PTD08, 671yo AAM, FEV, 25%)

Awareness With her psychological problems now, | don't think she could talk about end stage
without ust going into a blind panic. (CG004, 73yo WF to PT004, 53yo WF, FEV, 16%)

<«— Proportion of Participants —»

|.7% referral to palliative care when
hospitalized

Lack of accessibility

Current availability overburden or non-
existing

Outpatient referrals?



A Formative Evaluation of Patient and Family Caregiver Perspectives
on Early Palliative Care in Chronic Obstructive Pulmonary Disease
across Disease Severity

Anand S. lyer' 22, J. Nicholas Dionne-Odom**, Stephanie M. Ford®#, Sheri L. Crump Tims**, Elizabeth D. Sockwell*5,
Nataliya V. lvankova®®, Cynthia J. Brown*”, Rodney O. Tucker®, Mark T. Dransfield'*7, and Marie A. Bakitas**®

'Division of Pulmonary, Allergy, and Critical Care Medicine, Health Services, Outcomes, and Effectiveness Reseagch Training
Program Lung Health Center, “Division of Gerontology, Geriatrics, and Palliative Care, Department ol Medicine, “School of Nursing,
and “School of Health Professions, University of Alabama at Birmingham, Birmingham, Alabama; and Blrmlngham Veterans Affairs
Medical Center, Birmingham, Alabama

Understanding of palliative care: 30% have heard
Using standardized explanation: All participants were receptive
Timing of care: GOLD lI-llI
All stages:
|. Common theme: Coping
2. GOLD IV: prognostication awareness
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WHEN SHOULD PALLIATION BE INTRODUCED IN COPD?
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A Qualitative Study of Pulmonary and Palliative Care Clinician
Perspectives on Early Palliative Care in Chronic
Obstructive Pulmonary Disease
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12 physicians (pulmonary and palliative)
Shared concerns for misconception = end of life

Pulm: symptom management
L] Concerns using benzodiazepines and opiates (self and by palliative care)
Specialties agree need more consensus on role, referral criteria, delivery models
L] Operational barriers
. Influx of early referral
. Nurse led? Telehealth?

= # hospitalization and emotional symptoms

Advance planning is rare



WHEN SHOULD PALLIATION BE INTRODUCED IN ILD?




PALLIATIVE
MEDICINE
Review Article

Palliative Medicine

When should palliative care be introduced O The Author) 2022
for people with progressive fibrotic interstitial A",-“,
lung disease? A meta-ethnography of the e s bl sl

journals.sagepub.com/home/pmj

experiences of people with end-stage interstitial gsace
lung disease and their family carers

Evelyn Palmert23(), Emily Kavanagh?, Shelina Visram3, Anne-Marie Bourke®?,
lan Forrest! and Catherine Exley?

IPF still carry only 3-5 years life
expectancy

Often referred too late or not at all.

2022 PM study using 5 electronic
database, | | final studies (2013-2021) used
with |18 pt and |18 caregivers reviewed:
across 5 countries

I.  Information seeking
2. Grief and acceptance

3. Fear of the future



Diagnaocis
VIagnosis

Grief & Acceptance

Diagnosis How to live well :

Prognosis Managing symptoms Prognosis Support in the community
Treatment options Nutrition, exercise Advance care planning Where to ask for help
Empathy & honesty Oxygen What to expect in the future Emergency healthcare plans

Oxygen

Start of symptoms

Fear of the future

: End of If>

| I |

1

Prompts for palliative care refer

Chest infection / exacerbation

t 1

ral

Onset of new symptoms / worsening symptoms

Hospital admission
Decline in physical functioning
Initiation of oxygen

Figure 4. The patient journey and prompts for considering palliative care referral.

Information seeking:

Frustration of length and complicated
diagnosis process.
Want more information at time of diagnosis
* Preferably written
* Self research information felt
confusion and “worst case”
* Dissatisfied with specialty clinic
education
* Stagnant info
* Pulmonary rehab: positive
intervention

More confident patients able to shift
perspective to focus on living well with
disease

More specific info about disease
management at end of life

Identifying desynchrony needs between
patient and carers.



2.

“Kept in the dark”
wanting honesty

4

\,_r/’

Earlier conversations
Provide information
Plan for EOLC

( care

Timely identification of
changes in health
status

Qanning//

\_ EOL information needs /

// m ‘\\

)

External world = support networks; carers and healthcare professionals

“Your life [asa
/ Information \ Different information needs Carer carer] keeps
seeking - getting
/ 3 2 \ strain smaller.”
Misdiagnosis/delay \

Negative Lnjlestone

T N > N

y 3
/ Grief and Oxygen )
.

[ adjustment
Overwhelming =
symptom burden

= B

| |
I |
| I
| |
| I
I \ “Loss” of previous life // B = :
: \\ / / Fear of the future \\ I
| ~ Fear of “suffocation” I
| |
I |
I |
I |

-

Co-ordination of EOLC |

Figure 3. Conceptual model of lines of argument synthesis.

UNCLEAR optimal timing of palliative
conversation.

* Patient’s living alone want more detail and
direct conversations

* Pace of information given varies

*  Only small percentage preferred speaking with
specialist

Grief adjustment
* Time to review and understand disease and
impact

Fear of the future

* Not adequately addressed in clinic

* Oxygen viewed as negative milestone

* Accepting of fatality of disease but fear process

» Carers whose family died in the hospital
appeared less prepared for the death






ADVANCE LUNG DISEASE CLINIC

= Pulmonologists as gatekeepers

=  Bridging the gap

= ! Re-imbursement for physician

= Save ~$3,237/pt per hospital stay

= Early relationship development

= Medical management

= Education of illness

=  Normalizing conversations

= Pulm rehab

= Breathlessness plan
= Progress to more diverse need of social and emotional needs

= Assist carers

= Assist with further palliative referral and eventually hospice care




Palliative Medicine
Volume 34, Issue 10, December 2020, Pages 1361-1373 SAGE

© The Author(s) 2020, Article Reuse Guidelines

https://doi.org/10.1177/0269216320937981 J O u rn al S

Original Article

The preferences of patients with chronic obstructive pulmonary
disease are to discuss palliative care plans with familiar
respiratory clinicians, but to delay conversations until their
condition deteriorates: A study guided by interpretative
phenomenological analysis

Nuno Tavares () 123, Katherine J Hunt () 3, Nikki Jarrett4, and Tom MA Wilkinson?2--



> J Palliat Care. 2022 Apr;37(2):125-133. doi: 10.1177/0825859719851486. Epub 2019 Jul 2.

Longer Duration of Palliative Care in Patients With
COPD Is Associated With Death Outside the Hospital

Valeri Kraskovsky 1, Jaclyn Schneider 2 2, M Jeffery Mador # ®, Karin A Provost # °
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Table |. Demographics of Currently Living Patients With Palliative Care as Compared to Deceased Patients Who Received Palliative Care.”
Demographics Living With Palliative Care Deceased With Palliative Care P Value ICU Ward IH HH Home NHH NH ER
Number of patients, (malefemale) 30 (30:0) 14 (113:1) Location of Death
Race, (C:AA:other) 24:6:0 101:13:0
Age at consult, mean (SD) 70 (8.4) 75 (%.1) P=.03
FEV1%, mean (SD) 33% (14) 44% (20) P=.005 i) 50+ 81 %
DLCO (%), mean (SD) 36% (12) 42% (19) P=.20 c
CWIC (IQR) 2(24) 3(24) P=.04 g 40
Disease exacerbations in the year preceding 1.5 (1.4) 1.1 (1.3) P=.09 ICU ©
palliative care consult, mean (SD) = o
Initial k]
Abbreviations: AA, African American; C, Caucasian; CWIC, Charlson Weighted Index of Comorbidity; DLCO, diffusion capacity for carbon monoxide; FEV 1%, 5 e +~ 204
forced expiratory volume in | second, percent predicted; IQR, interquartile range; SD, standard deviation. Pa"latlve c
*Analysis by Mann—Whitney U test. FEV 1% is reflective of severity of obstructive lung disease. Diffusion capacity for carbon monoxide is reflective of alveolar gas c Onsultaﬁon 8
transfer efficiency. Reduction in DLCO, in the context of tobacco use and reduction in FEV1%, is suggestive of the presence of emphysema. ‘q_J 10 +
o
0
Table 2. Demographics of Deceased Patients Who Received Palliative Care as Compared to Those Who Did Not Receive Palliative Care. ICU Ward  H HH  Home NHH
Demographics Deceased Without Palliative Care Deceased With Palliative Care P Value Location Of Death
Number of patients (male:female) 30 (28:2) 114 (113:1)
Race, (C:AA:other) 28:2:0 101:13:0 40 - [
Age at consult, mean (SD) 75 (10) 75 (9.1) P=T7 3 51 /II
FEV'1%, mean (SD) 48% (18) 44% (20) P=22 5
DLCO (%), mean (SD) 52% (15) 42% (19) P=.01 = 30+
CWIC (IQR) 6 (5-9) 3 (2-4) P <.0001 Ward &
Disease exacerbations in the year preceding 0.6 (1.2) L1(13) P=.01 ' N
palliative care consult, mean (SD) Inltlal o 20+
Palliative ]
Abbreviations: AA, African American; C, Caucasian; CWIC, Charlson Weighted Index of Comorbidity; DLCO, diffusion capacity for carbon monoxide; FEV 1%, ¥
forced expiratory volume in | second, percent predicted; IQR, interquartile range; SD, standard deviation. Consultatlon 8 10
*Analysis by Mann—Whitney U test. FEV 1% is reflective of severity of obstructive lung disease. Diffusion capacity for carbon monoxide is reflective of alveolar gas 5
transfer efficiency. Reduction in DLCO, in the context of tobacco use and reduction in FEV 1%, is suggestive of the presence of emphysema. o 0
ICU Ward IH HH Home NHH NH
Location of Death

Figure 5. Outpatient initial palliative care consultation was associated
with death in a home-like environment. Patients whose initial palliative
care contact occurred in the outpatient setting were more likely to die
in a home environment (HH, NH, or Home) than any of the other
groups. ER, emergency room; HH, home hospice; ICU, intensive care
unit; IH, inpatient hospice; NH, nursing home; NHH, nursing home
with hospice.



National Consensus Project Domains for Quality Palliative Care Applied to COPD

Physical Aspects of Care Structure and Processes of Care atric
(Domain 2) (Domain 1)

Optimize COPD therapies (inhalers, nebs, orals) &
assess inhaler technique

Regularly assess & address symptoms/needs
Counsel on & provide tt
Evaluate & titrate supplemental oxygen = Consider cognitive behavioral therapy or
Initiate fan therapy & low-dose opioids (consider antidepressants/anxiolytics

specialist palliative care comanagement) % * * Comanage severe symptoms with

o M

1S

Interprofessional Collaboration Likh =
= Refer for psychological counseling,
music therapy, pet therapy

Reduce polypharmacy 3 4 A
Evaluate impact of multimorbidity . ;:s?m?;:krﬁ:g:i:t e
Refer to pulmonary rehabilitation

Initiate advanced COPD therapies if indicated (eg.
NIV, endobronchial valves, transplant referral) with
concurrent palliative care

Evaluate functional status (ADLs, IADLs), mobility,
& assistive device needs

Start home health & physical/occupational therapy / N
Assess frailty, sarcopenia, cachexia, & malnutrition | May S ] Social Aspects of Care
Involve geriatrics & nutrition if needed | "un i (Domain 4)

Physical

- = : Spiritual, Religious, and Existential
Care of the Patient Nearing the . o Aspects of Care
End of Life (Domain 7) | (Domain 5)

Ethical and Legal Aspects of Care End of Life & Social, Spiritual, & Cultural Aspects of Care
(Domain 8) Ethical-Legal Cultural (Domain 6)

* Prognosticate (BODE, Surprise Question)

« Engage patients & care partners in early values-
based conversations

Discuss NIV/IMV time-limited trials

Complete advance care planning

Prepare for hospice & end-of-life care

Identify respite/bereavement/survivorship needs

 Identify social determinants of health

= Screen for social isolation

* Assess caregiver needs

* Address spiritual care needs

» Understand role of culture in illness
understanding & end-of-life care

« Ensure equitable palliative care access

Primary Palliative Care in COPD

Figure 2 - Diagram showing the eight National Consensus Project Domains for Quality Palliative Care applied to COPD. We provide recommen-
dations within each domain on how to integrate key aspects into routine COPD practice using interprofessional collaboration, a balance between
primary and specialist palliative care, and a focus on maximizing quality of life and function. ADL = activities of daily livingg BODE = Body Mass
Index, Airflow Obstruction, Dyspnea, and Exercise Tolerance; IADL = instrumental activities of daily living; IMV = invasive mechanical ventilation;
NIV = noninvasive ventilation.




TABLE 2 | How a Comprehensive COPD Palliative Care Assessment Can Enhance Traditional COPD-Focused

Assessments

COPD-Focused Assessment

COPD Palliative Care Assessment

Comprehensive COPD assessment:

e Respiratory symptoms, exposures, tobacco use,
vaccinations, inhalers, exacerbations

e Spirometry, imaging (CT scan), blood biomarkers
(eosinophils)

e Supplemental oxygen evaluation

e Pulmonary rehabilitation

Focused comorbidities: coronary artery disease, heart
failure, pulmonary hypertension, OSA, gastroesophageal
reflux disease

COPD-directed therapies:

e Inhalers, nebulizers

e Oral medications (eg, azithromycin or phosphodiesterase 4
inhibitors)

e Advanced therapies: endobronchial valves, NIV, lung
transplant referral

Prognosis-based discussions

Comprehensive COPD-palliative care assessment (patient
and family):

e Broader physical symptoms, pain, refractory

breathlessness, cough (eg, CAT, SNAP)

Functional status (eg, ADL, IADL)

e Emotional symptoms (eg, HADS, PHQ-9)

o Nutrition, unintentional weight loss (eg, malnutrition
screening tool)

e Spiritual needs, social support

e Family and care partner needs

Broader evaluation of multimorbidity, frailty, and
psychiatric conditions

« Broad assessment of medications and polypharmacy,
opioids, antidepressants, and anxiolytics

e Inhaler adherence and barriers such as cognitive
impairment and physical limitations

e Gaps in the setting after acute care and home safety

evaluation after hospitalization

Home health

Physical and occupational therapy

Gauge prognostic awareness

Values-based discussions

Advance directives, living will, surrogate decision-maker
Respite and bereavement care needs

ADL = activities of daily living; CAT = COPD Assessment Test; HADS = Hospital Anxiety and Depression Scale; IADL = instrumental activities of daily living;
NIV = noninvasive ventilation; PHQ-9 = Patient Health Questionnaire 9; SNAP = Support Needs Approach for Patients.



Primary Palliative Care

Who and Where

« Pulmonary and critical care clinicians
+ Outpatient clinics and inpatient units

What
Symptoms
. ing and regular
(physical and psychological)

+ Explore suffering
* Basic symptom interventions
* Assess caregiver needs
ACP/GOC
* Explore values/preferences and
iliness prognostic awareness
» Designate surrogate decision-maker
« Document conversations in
encounter notes and/or planning
tools (e.g., advance directive)
Basic care coordination among specialists
and treating teams
Navigate minor conflicts among family and
care partners
Transition to hospice
Trigger-based referral to secondary
palliative care

When

Concurrent with respiratory illness—directed
therapies

Secondary Palliative Care

Who and Where

F care speci
Qutpatient clinics, inpatient units
What

Symptoms
* Complex assessments (physical,
psychological, spiritual,
psychosocial)
. Yy symp or
severe suffering
* Complex symptom interventions
* Assess caregiver needs and
consider respite care
ACP/GOC
= More focus on communication and
documentation of end-of-life care
preferences and transition to
comfort-based approaches
Enhanced care coordination
Major conflicts among family members or
treating teams
Hospice coordination
Referral to tertiary palliative care

When
Concurrent with respiratory illness—directed
therapies

. .

Tertiary Palliative Care

Who and Where
Palliative care specialist teams
Palliative care units (e.g., hospice care)

What
Symptoms
* Comprehensive spiritual, social, and
psychosocial care
+ Focus on relieving suffering
* Intensive symptom interventions
+ Caregiver support including
bereavement
ACP/GOC
* Complex communication about
end-of-life care, which may include
death with dignity if solicited
Care coordination with hospital and home-
or community-based approaches

When
Approaching end of life
Cessation of most disease-directed
therapies

Increased proficiency and expertise in palliative care

Figure 1. Levels of palliative care. This figure illustrates the who, where, what, and when of palliative care across three levels of increasing
proficiency and expertise (primary, secondary or specialist, and tertiary palliative care). ACP = advanced care planning; GOC = goals of care.



Well-being/Function

Early Palliative Care and Trajectories of Decline in Serious lliness

R Hospice care

“~_  End-of-life care

g Historically late
il / palliative care

Death

Shift focus from cure to bereavement,

Continue fife-prolonging therapes, symptom
respite care, & survivorship

management, & advance care planning

- COPD/Heart failure
Time - Advanced cancer/ldiopathic
pulmonary fibrosis

Palliative Care

Wellbeing/Functional Status

Intensity

Primary and Secondary Pall

iative Care Integration in Serious Respiratory lliness

Dlagn'uilu______._'____

Primary Palliative Care

Collaborative Primary + Secondary Palliative Care

Secondary Palliative Care

Continue life-prolonging therapies, symptom .
‘management, & evolving advance care planning

... Shitt focus from cure to hospice, .
bereavement, respite, & survivorship

- Lung cancer

- Pulmonary hypertension
- COPD/ILD

Time
+ Hospitalization
4 Lung Transplant Referral

@ Initiate Primary Palliative Care
@ Initiate Secondary Palliative Care

S dary palliative care is referred to as ialist palliative care.



Worsening lliness Severi

Triggers for Initiating Primary and Secondary Palliative Care in Serious Respiratory lliness:

Refractory
Breathlessness
(mMRC = 4)

The Levers Model

Cachexia/
Extreme Weight
Loss ICU Admission

Lung Transplant
Referral

Complicated
Bereavement/
Respite Needs

Thresholds

Secondary
Palliative Care

Primary
Palliative Care

Moderats
Breathlessness
(mMRC = 2-3)
Supplemental Many Support
e o :
Y . Advanced )
Lung Function Symptoms Care Needs Exacerbations Therapies Caregivers
Domains

Secondary palliative care is sometimes referred to as specialist palliative care.
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