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Hematologic Malignancies - Challenges

● Unpredictable illness trajectory
○ Long lasting disease vs death within a few days of diagnosis
○ Difficult to predict disease progression

● High symptom burden
○ Similar to solid malignancies however fatigue more common

● Transfusion Dependence
○ No clear definition on frequency of transfusion

● Healthcare Utilization
○ High rates of hospitalization in last 30 days, ICU admissions, ED visits
○ Short hospice durations





Hematologic 
Illness Trajectories

● Less predictable than 
typical solid tumor 
trajectory

● Have possibility of 
transforming between 
trajectories

● Leads to clinician 
uncertainty when 
discussing prognosis

Solid Tumor

Aggressive HM: 
The Rollercoaster

Bone Marrow Failure: 
Transfusion Tether

Indolent HM: War 
of Attrition

Shaulov A, Aviv A, Alcalde J, Zimmermann C Early integration of palliative care for 
patients with haematological malignancies. Br J Haematol. 2022 Oct;199(1):14-30. doi: 
10.1111/bjh.18286. Epub 2022 Jun 7.



Patient Prognostic Misconceptions

● Misperceptions about treatment 
risks/benefits 
○ 90% of elderly AML patients believed they had 

somewhat or very likely chance of cure 
whereas hematologists estimated chance of 
cure 31%

● Patients want to know their 
prognosis/information
○ However awareness of poor prognosis has led 

to high psychologic symptoms

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



Current situation of care

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

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

● 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-e753. doi: 10.1016/S2666-7568(21)00213-0. Epub 2021 Oct 5.



Timing of “Goals of Care” conversations

● Late in the game typically
○ 42.5% address code status preferences in acute 

hospital stay or when death is imminent
○ ~25% address hospice for 1st time when death is 

imminent
● Racial disparities

○ Lower likelihood of having GOC discussions  
increased aggressive EOL care



Potential Sign-Posts for GOC/Prognosis

● Relapsed/refractory disease
● Central nervous system involvement of disease
● 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-e753. doi: 10.1016/S2666-7568(21)00213-0. Epub 
2021 Oct 5.



Palliative Care Integration and HSCT

● HSCT
○ Long hospitalization (3-4 weeks typically) with physical symptoms and psychological 

symptoms
■ Physical symptoms predominantly include nausea, pain/mucositis, fatigue, sleep 

disturbances, constipation, and depression
■ Psychological symptoms of isolation and trauma in both patient and caregivers



Palliative Care and HSCT

● Randomized clinical trials looking at patients undergoing HSCT with 
standard of care vs integrated palliative care
○ Single center at MGH from 2014-2016
○ Evaluated both autologous (80 patients) and allogeneic (80 patients) transplants
○ Integrated palliative care service included at least 2 visits a week focused primarily on 

symptoms

El-Jawahri 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.





Palliative Care Syringe



But wait……..



Palliative Care Integration and HSCT

● Inpatient palliative care integration led to improvements in PTSD and 
depression at 6 months
○ Associated with decreased symptom burden and anxiety during HSCT

El-Jawahri A, Traeger L, Greer JA, et al. Effect of 
Inpatient Palliative Care During Hematopoietic Stem-
Cell Transplant on Psychological Distress 6 Months 
After Transplant: Results of a Randomized Clinical 
Trial. Journal of Clinical Oncology. 2017 Nov 
10;35(32):3714-3721. doi: 10.1200/JCO.2017.73.2800. 
Epub 2017 Sep 19.



SCOPE-Leukemia

● Primary vs Specialty Palliative Care
○ Caveat hematologists receiving additional palliative care training

● Randomized Hospitals (not patients)
● Patient Inclusion Criteria 

○ Hospitalized patients (age ≥ 18 years) with high- risk AML
● Outcomes

○ Primary: Quality of Life
○ Secondary: Anxiety/Depression, PTSD, EOL communication, EOL care, 

Caregiver QOL



What is a “Good Death”?



Barriers to Palliative Medicine and 
Hospice





Illness-Specific Barriers

● Unpredictable illness course with 
cure as possibility of treatment

● Significant symptoms 
associated with 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



● Surveyed 23 hematologists and 43 solid tumor oncologists across 
multiple institutions

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



System-Based Barriers

● Unclear triggers
○ The extent of prognostic uncertainty 

in patients with hematologic 
malignancies makes the 
identification of triggers for 
palliative care use rather challenging 
if only patients with incurable 
disease are referred for these 
services

● 52% of transplant specialists viewed 
palliative as only end of life
○ Curative treatment does not align 

with palliative care



End of Life Barriers



Illness-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 enrollment

● 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



System-Based Barriers to Hospice

● Late hospice referrals= short stays
○ Difficulties in mobilizing care 
○ Financial difficulties for hospice 

companies
● Difficulty maintaining previous symptom 

relief treatments such transfusions and 
antibiotics 



Hospice Providers Perceived Barriers to 
Transfusions

● Characteristics of “pro”-friendly
○ Non-profit
○ Larger
○ Associated freestanding hospice 

facility



Hematologic Oncologist Providers Perceived 
Barriers/Benefits to Transfusions



Strategies 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
○ Home-based transfusion models

■ No hospice revocations
■ Few number 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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