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Limited Options for “Cure” in 
Decompensated Cirrhosis

ESLD
• MELD>15 & 1+ decompensation

LT Waitlist 
(16%)

Receive LT (8%) Survive (51%) Die (41%)

3 years

Medicaid: 6.7%
VA: 1.59%

Medicaid: 54%
VA: 48%

Goldberg et al. Am J Transplant. 2016; Kanwal et al. JAMA IM. 2021; Serper et al. Hepatology. 2019.



Excessively 
strains 

caregivers

High risk of mortality

Negatively impacts 
quality of life

Decompensated Cirrhosis as a “Serious Illness”

Kelley et al. J Palliative Medicine. 2018.



Definition of Palliative Care

Active holistic care of individuals with serious health-
related suffering due to severe illness and especially those 

near end of life.

Aims to improve quality of life of patients, their families, 
and their caregivers



Traditional 

Contemporary 

Parikh et al. NEJM. 2013.



What Do Palliative Care Teams Do?

“Specialty” Palliative Care

• Interdisciplinary team (IDT)

– Clinician, Nurse, Social worker, Chaplain, 
Pharmacist, and others

• Comprehensive assessments, care in 
every setting, continuity

“Primary” Palliative Care

• Clinicians trained in basic principles of PC.

Physical Symptoms

Psychological Aspects of Care 

Spiritual, Religious, 
and Existential Issues

Social and Cultural Issues

Advance Care Planning

End of Life Care

Not just this!

Adapted from National Consensus Project, 4th ed.; Quill and Abernathy. NEJM. 2013. 



Early Palliative Care for Metastatic NSCLC

• N=151 patients, RCT, standard care vs. standard care with early palliative 
care (PC) – monthly visits.

Lower rates of depression (16 vs. 38%) at 12 weeks

Temel et al. NEJM. 2010.



Early Palliative Care for Metastatic NSCLC

…And lived longer!

with

Lower rates of aggressive care 
at the End of Life (33% vs. 54%)

8.9 months

11.6 months

Temel et al. NEJM. 2010.



What Did Palliative Care Teams Actually Do?

11.6 months

Hoerger et al. J Clin Oncol. 2018.



Key Definitions in AASLD Guidance
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AASLD Practice Guidelines Committee: “The idea was to identify 
emerging topics in hepatology that our members needed to know 
about…In hindsight this was a no-brainer and long overdue.” 

(George Ioannou MD MS)



Our Team

Shari Rogal, Lissi Hansen, Christopher Woodrell, Manisha Verma, 
Nneka Ufere, Arpan Patel, Fasiha Kanwal



Process for Guidance Development

Effectiveness of PC in Cirrhosis, Other Populations

National Consensus Project Guidelines for PC

Advance Care Planning, Communication*

Psychosocial, Spiritual, Cultural Aspects of Care

Symptom Management*

End of Life Care

Individual Literature Reviews 
with Guidance Statements

Group Discussions to Generate Key 
Figures/Tables and Points of Emphasis

Guideline Supported by systematic review, formal ratings of quality/strength, meta-analyses using GRADE
Guidance Consensus of an expert panel based on formal review and analysis of literature

25 pages, 66 guidance statements (!)



Decreased Patient AND Caregiver Physical and 
Mental Quality of Life

48.69 (0.05)33.53 (0.88) 42.89 (1.00) 45.83 (0.99)

Hansen et al. CGH. 2020.



Key Acknowledgements, Role of Caregivers



Patients With Cirrhosis and Their Caregivers Have 
High Informational Needs

Low et al. J Hepatology. 2018.



They Experience Significant Gaps in Advance 
Care Planning and End of Life Care

0-14% have advance 
directives

30% receive PC                  
6% receive hospice

Patel et al. JAMA IM. 2021; Najafian et al. JPM. 2018; Altaii et al. CGH. 2019; Patel et al. CGH. 2017.



ACP and Serious Illness Conversations 



Serious Illness Communication Skills Programs 
and Structured Communication Frameworks

Clinician confidence
Clinician skills
Documentation

Quality of documentation
Patient-surrogate congruence

Rogal et al. Hepatology. 2022; Mackenzie et al. AJHPM. 2017; Paladino et al. J Clin Onc. 2019; Bickell et al. J Clin Onc Practice. 2020.



Symptom Burden Is High in Decompensated Cirrhosis

Moderate to severe depression: 1 in 6
Moderate to severe anxiety: 1 in 2

Peng et al. Palliative Medicine. 2019; Hernaez et al. CGH. 2021.



Symptoms Are Often Undertreated

16% on medications Only 23% of patients with 
depression on antidepressants 

49% on medications

Hansen et al. Dig Dis Sci. 2021.



Symptom-Based Management
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Symptom-Based ManagementPain

Abdominal Distension

Hepatic Encephalopathy

Muscle Cramps

Sleep Disturbances

Fatigue

Pruritus

Sexual Dysfunction

Table: Summary of Side Effects, Cautions for PharmacotherapiesDyspnea

Depression/Anxiety

Nausea/Vomiting



Symptom-Based Management
Abdominal Distension

Hepatic Encephalopathy



• Hepatology workforce training (core primary palliative care competencies) 
• Bidirectional hepatology-palliative care education 
• Palliative care training for social workers, psychologists, psychiatrists

• Routine symptom assessment and management 
• Co-rounding inpatient models and co-located outpatient clinics 
• Automated triggers for specialty palliative care consultations

• Addressing misperceptions of palliative care with patients and caregivers
• Addressing misperceptions of palliative care among clinicians 
• Formal collaboration between palliative care and hepatology societies 

• Advocacy to payers and hospice agencies
• Developing reimbursement infrastructure around palliative hepatology 
• Incorporating measures of palliative care into cirrhosis quality metrics 

Primary Palliative 
Care Education

Culture 
Change 

Clinical 
Innovation

Health Policy 
Advocacy 

Future Research, Clinical and Policy Implications



Summary

• Decompensated cirrhosis is a serious illness; our challenges are to 
improve mortality, improve QOL, and support caregivers.

• Palliative care is an approach to caring for individuals with serious illness 
and their caregivers that prioritizes QOL.  It can de delivered at any stage of 
serious illness.

– Not same as hospice; can be delivered by primary or specialty providers

• Significant gaps in advance care planning, physical/psychosocial symptom 
management, and caregiver support exist for decompensated cirrhosis

• Communication, cross-education, and collaboration between hepatology, 
primary care, palliative care, and other disciplines is necessary to 
bridge gaps.



Extra Slides



Review of Evidence for PC in Decompensated Cirrhosis


