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e Palliative Care Role
e Barriersto Palliative Care and Hospice



Hematologic Malignancies - Challenges

e Unpredictableillnesstrajectory
o Longlasting disease vs death within a few days of diagnosis
o Difficult to predict disease progression
e High symptom burden
o Similarto solid malignancies however fatigue more common
e Transfusion Dependence
o No clear definition on frequency of transfusion
e Healthcare Utilization

o High rates of hospitalization in last 30 days, ICU admissions, ED visits
o Short hospice durations



End-of-life Care Quality Outcomes among Medicare Beneficiaries with Hematologic Malignancies

Hospice use among patients with blood cancers was
associated with:

Decreased inpatient deaths

Decreased ICU admissions and chemotherapy use
Decreased Medicare spending at EOL
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Patient Prognostic Misconceptions

SUNREALISTIC EXRECTATIONS

e Misperceptions about treatment . " \COUPLED'WITHZERD i
risks/benefits -~ 4 (COMMUNICATION
o 90% of elderly AML patients believed they had -y
somewhat or very likely chance of cure & ] 4N
whereas hematologists estimated chance of - ' !
cure 31%

e Patients want to know their
prognosis/information

o However awareness of poor prognosis has led WHAT'S THE WORST THATCOULD
to high psychologic symptoms HAPPEN?2

Gray TF, Temel JS, El-Jawahri A. lliness and prognostic understanding in patients withhematologic malignancies Blood Review. 2021 Jan;45:100692. doi: 10.1016/j.blre.2020.100692. Epub 2020 Apr 6.



Current situation of care

e Less likely to receive palliative care consult and
hospice care than solid oncology

e Given heterogeneity of diseases, unclear trigger
for palliative care involvement

e Hematologic malignancies account for 9.5% of
cancer deaths however only 0.4% published
studies regarding end of life care

Wedding U Palliative care of patients with haematological malignancies: strategies to overcome difficulties via integrated
care Lancet Healthy Longev. 2021 Nov;2(11):e746-753. doi: 10.1016/S2666-7568(21)00213-0. Epub 2021 Oct 5.
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Tabde 1: Mumbser of studies identifved via PubMed using different search

terms




Timing of “Goals of Care” conversations

|t won't work, but it seems
like the on|y way to show
them we re still caring.

e Lateinthe gametypically
o 42.5% address code status preferencesin acute
hospital stay or when death isimminent
o ~25% address hospice for 1sttime when deathiis
imminent

e Racial disparities

o Lower likelihood of having GOC discussions -
increased aggressive EOL care Can yeuthink ofany cther vy t

show that we still care?




Potential Sign-Posts for GOC/Prognosis

e Relapsed/refractory disease
e Central nervous systeminvolvement of disease
e Worsening performance status




Palliative Care Role in Hematologic
Malignancies



Wedding U Palliative care of patients with haematological malignancies: strategies to overcome difficulties via integrated care Lancet Healthy Longev. 2021 Nov;2(11):e746-€753. doi: 10.1016/S2666-7568(21)00213-0. Epub

2021 Oct 5.
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Palliative Care Integration and HSCT

e HSCT
o Long hospitalization (3-4 weeks typically) with physical symptoms and psychological
symptoms

m Physical symptoms predominantly include nausea, pain/mucositis, fatigue, sleep
disturbances, constipation, and depression
m Psychological symptoms of isolation and trauma in both patient and caregivers



Palliative Care and HSCT

e Randomized clinical trials looking at patients undergoing HSCT with

standard of care vs integrated palliative care
o Single centerat MGH from 2014-2016
o Evaluated both autologous (80 patients) and allogeneic (80 patients) transplants
o Integrated palliative care service included at least 2 visits a week focused primarily on
symptoms

El-Jawabhri A, Leblanc TW, Vandusen H, et al. Effect of Inpatient Palliative Care on Quality of Life 2 Weeks After Hematopoietic Stem Cell
Transplantation: A Randomized Clinical Trial JAMA. 2016 Nov 22;316(20):2094-2103. doi: 10.1001/jama.2016.16786.



Figure 2. Patient-Reported Quality of Life, Depression, Anxiety, and Symptom Burden Outcomes Across All Time Points by
Treatment Group
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Palliative Care Syringe

Table 2. Visit Content and Symptoms Addressed During
Palliative Care Visits

No, (%)

Initial Palliative Care  Subsequent Palliative
Visit Content and Symptoms  Consultation Visit Care Visits
Addressed (n = 81 Visits) (n = 268 Visits)
Visit content
Rappart building B0 (98.8) 182 (67.9)
_ Symptoms 72 (88.9) 237 (88.4)
Coping 69 (85.2) 170 (63.4)
illness understanding 10(12.3) 22 (8.2)
Treatment decision 2(2.5) 4(1.5)
making
Advance care planning 2(2.5) 8 (3.0
Symptoms addressed
Nausea 55 (67.9) 187 (69.8)
Pain 53 (65.4) 142 (53.0)
Diarrhea 43 (53.1) 102 (38.1)
Constipation 45 (55.6) 34 (12.7)
Fatigue 31 (38.3) 55 {20.5)
Insomnia 27 (33.3) 36 (13.4)
Anziety 7(33.3) 25(92.2)

Depression 9(11.1) 7 (2.6)




But walit........



Palliative Care Integration and HSCT

e Inpatient palliative care integrationled to improvementsin PTSD and

depression at 6 months
o Associated with decreased symptom burden and anxiety during HSCT
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SCOPE-Leukemia

e Primary vs Specialty Palliative Care
o Caveat hematologists receiving additional palliative care training
e Randomized Hospitals (not patients)
e PatientInclusion Criteria
o Hospitalized patients (age = 18 years) with high-risk AML
e Qutcomes
o Primary: Quality of Life
o Secondary: Anxiety/Depression, PTSD, EOL communication, EOL care,
Caregiver QOL
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Barriers to Palliative Medicine and
Hospice






lliness-Specific Barriers

e Unpredictableillness course with
cure as possibility of treatment

e Significant symptoms
associatedwith disease and
treatment




Cultural Barriers

Hematologists tend to be lone
cancer providers vs team based
approach in solid malignancies
View palliative care as end-of-life
care

Issues relate to treatment goals,
loss of control, trust, and disease
characteristics

Infrequent prognosis discussions
with 1 in 5 hematologists not
discussing after initial consultation




Table 3. Predominant Views of Palliative Care by Oncologist

Oncologist Type
Hemalologic malignancy
Palistive Corg &5 ond-of -§fo con

Palliative care is solely end-of-ife care

Eishex/or: palaing VErSLES Cancer Care

Sold tumor

Speciaks! paliatne core

Brailuatean

Type
Comment

“Whan you talk about pallatvi Cond, [you'ne] really gonna S1op BNy thoatmioents.”

“Wed, | goneraly don't reler very many pecple 1o palkative care, all least not early on, because | think for many

ﬂilﬁt'ﬁhﬂ.;u'ﬂlgr'ﬂl"t_ﬂlmmlﬂmmuﬁ'&“‘ And 80 | tond to wisll until thane's . . . you know,
Nt thisre's SOme nckcation —

both madically as wall s Fom the pationt —thal thiy"no wiling 1o Socept the
fact thal thasr COourss may nol Da Kieal ™

How | usualy come 1o the decision of a palliative care referal ks B can either be for patients or whom actie
QNCOICOIC trealment =n'L realy NdiCaled amymore. either Decawse they ve sort of Taled all valaiie
traatmants o thy'ra DBCOMING progressively Mone Symplomatic and heir parfomnancs status is daciining
andion thisy just 30T wish 10 punsue tneabmsnt.”

“Thex peatieant has e right 10 hoar that option when the probability of suréval 5 ow, whin there's nol

=58
that they could be offenad, that they ane imminenthy dying, they shoukd have the option of having a pallatie
CRNg CONSUR.”

know, thera’s & Sendcs
SRR Wit CancRr. | el bk wa could

ANAgNg patsnis wath r'n "l | therix gt tha mportant theng "|1|'

*1 think a lot of patients a

1 tedl tham it's really about mptom m:lﬂa}'-'r--m it -3-_1.'-..'11'1-r-.-:il.. have 10 th the disoase course.”

([
multiple institutions

Surveyed 23 hematologists and 43 solid tumor oncologists across

Leblanc TW et al. Perceptions of Palliative Care Among Hematologic Malignancy Specialists: A Mixed-Methods Study J Oncol Pract. 2015Mar;11(2):e230-8. doi: 10.1200/JOP.2014.001859



System-Based Barriers

e Uncleartriggers
o The extent of prognostic uncertainty
in patients with hematologic
malignancies makesthe
identification of triggers for
palliative care use rather challenging

if only patients with incurable
disease are referred forthese
services
e 52% of transplant specialists viewed
palliative as only end of life
o Curative treatment does not align




End of Life Barriers




lliness-Specific Barriers to Hospice

One review showed 50% of hematologic
malignancy patients survive ICU
admission

Patients’ and caregivers’ comfort in
inpatient setting given previous treatment
related hospitalizations




Cultural Barriers to Hospice

Less likely to be taking opioids at time of
hospice enroliment

Unrealistic patient (97.3%) and clinician
(59%) expectations about disease
prognosis, including treatment options
and outcomes

Clinicians’ concerns about taking away
hope from patients (71.3%)




Barriers to Hospice Care for Patients with Blood Cancers

Lack of access to blood tranfusions in hospice
Patient distress about risk of bleeding
Complexity of managing bleeding in hospice

Limited access to in-patient hospice beds

Patients more comfortable with hospital-based care vs. home-
base care

Patient difficulty trusting hospice teams

Misconceptions about hospice by patients

Misconceptions about hospice by hematologic oncologists

Low rates of hospice referral by hematologic oncologists

Late hospice referrals by hematologic oncologists
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Figure 2. Barriers to Hospice Care for Patients with Blood Cancers.
“To what extent do you think each of the following is a barrier to hospice care for patients

with blood cancers?”



System-Based Barriers to Hospice

e Late hospice referrals=short stays

o Difficulties in mobilizing care
o  Financial difficulties for hospice
companies

e Difficulty maintaining previous symptom
relief treatments such transfusions and
antibiotics




Hospice Providers Perceived Barriers to

Transfusions

Belief that transfusions not consistent with
hospice

e Characteristics of “pro”friendly
o Non-profit

o Associated freestanding hospice
facility

Transportation difficulty
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Figure 1. Barriers to availability of blood transfusions for blood cancer patients in hospice.
“To what extent do the following factors contribute to lack of availability of blood

transfusions for blood cancer patients enrolled in your hospice?”
Assessed among 106 participants who noted that transfusions were never or only sometimes
offered to patients with blood cancers enrolled in their hospice and answered all 3 questions

about barriers to transfusions



Hematologic Oncologist Providers Perceived

Barriers/Benefits to Transfusions

Haospice care is helpful for my patients

Home hospice is inadequate for the level of care some of
patients need

My patients feel home hospice is inadequate for the level of
care they need

I'would rather refer my patients to an inpatient hospice facility
than home hospice

I would refer more patients to hospice if
were allowed

I would refer more patients to hospice if pla
were allowed

I wounld refer more patients to hospice if able to have clinic
visits with them more often

0% 10% 20% 30% 40% 50% 60% T0% 380% 90% 100%

B Stronglyagree  WAgpree W Neitherapree nordisagree  WDisagree'strongly disagree

Figure 1. Hematologic oncologists’ perspectives regarding hospice care for patients with hematologic cancers at the end of life
(n = 332). RBC indicates red blood cell.



Strateaqies to Improve EOL Care
Policy

* Receipt of disease-directed treatment on hospice

» Higher hospice reimbursement
 Innovative hospice and payment models

Team Interactions

* Enhanced collaboration among hematology, palliative care, and hospice
» Early engagement of palliative care

 Involvement of multidisciplinary team members and families

Patient-oncologist Communication

 Early discussion of prognosis
» Exploration of patient goals and preferences throughout the illness trajectory
» Communication skills training and effective communication




Potential solutions to hospice problem

Removing transfusion dependence

as barrier
o Home-based transfusion models
m No hospice revocations
m Fewnumber of actual
transfusions needed with
improved symptoms

Saleem R, et al. Novel Home-Based Transfusion Model of Palliative Care in Malignant Hematology.
64th ASH annual assembly; December 9-12, 2022; New Orleans



Questions
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