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Session Description:  

People with PH are at risk for symptoms or side effects from treatment that can negatively affect quality 

of life and well-being. Palliative medicine is specialized care for people with serious illnesses, focusing on 

providing relief from symptoms and stress of the illness; all patients can benefit from palliative medicine 

involvement from the beginning of their diagnosis. Hospice care is a specialized form of palliative care 

for patients near end of life. Advance care planning is a way for a patient to determine and document 

medical care choices if he or she becomes unable to do so in the future. In this session, we will discuss 

the importance of palliative care, hospice care and advance care planning for patients with PH. 

 

Learning Objectives: 

At the end of this session, attendees will be able to: 

 Summarize different forms of advance care planning 

 Understand the clinical utility and implementation of palliative care for patients with PH 

 Understand the structure, eligibility, and effectiveness of hospice care 

Advance Care Planning: 

 Advance care planning (ACP) is a process of documenting decisions about one’s medical care 

and wishes in advance of the inability to make/communicate medical decisions (NOTE: ACP does 

not involve financial decision making). 

 Some important reasons ACP doesn’t happen as frequently as it should include: 

o Common belief among patients that they should wait to discuss it until their physician 

brings it up 

o  Common belief among physicians that patients should bring it up when they are ready 

to discuss it. 

 There are 2 major types of advance directive: 

o Living Will: specific choices about medical care in the event of a terminal illness or 

persistent vegetative state  

o Durable Healthcare Power of Attorney: a specific designation of 1-2 individuals to make 

medical decisions if the patient loses capacity to make his/her own medical decisions 

 More recently, state legislatures have been introducing Physician Orders for Life Sustaining 

Treatment (POLST) legislation to allow portable physician orders to follow patients through the 

community and different medical institutions – these are different because POLST is not a 

patient advance directive but a medical order.  

 Every adult should have an advance directive. 

 

Palliative Care: 

 Palliative Care is interdisciplinary care for patients with a serious, progressive illness and their 

families that focuses on prevention and relief of suffering in all modalities (physical, social, 

psychological, spiritual). Palliative care teams are usually a combination of a: physician, nursing, 

chaplain, and social work clinicians. 

 Palliative care interventions usually comprise some patient-specific combination of symptom 

management, psychosocial-spiritual support, complex communication/care-planning, and 
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sometimes transitioning to end of life care. Palliative care involvement is based on patient need, 

not prognosis. 

 Many patients with PH and their families can benefit from palliative care consultation from 

the beginning of their diagnosis – common examples might include management of disease-

related shortness of breath or anxiety, management of treatment related side-effects like 

diarrhea or painful neuropathy, advance care planning, or discussing hospice care when 

appropriate. 

Hospice Care: 

 Hospice care is a specific form of palliative medicine provided at the end of life; therefore, it is in 

large part prognosis based – patients have an estimated prognosis of 6 months or less, if the 

disease runs its usual course. 

 The Medicare Hospice Benefit sets the standard for hospice care in the US. Most hospice care 

takes place where patients live (home or facility); generally speaking, <5% of all hospice care 

takes place in an inpatient hospice care setting. Hospices are required to cover the cost of all 

medical care related to the “hospice diagnosis” – this can make access to hospice for PH 

patients difficult if the patients continue on expensive therapies. 

 Because hospice eligibility involves prognostication, patients who stabilize or improve may be 

discharged from hospice care. 

 Accurate estimates remain unclear about what percentage of PH patients receives hospice care.  

Take Away Message: All PH patients should complete an advance directive and share with their 

physicians. Advance directives may change over time as treatment options and prognosis evolve. 

Palliative care has been demonstrated to provide excellent quality-of-life focused care to patients and 

families with serious, progressive illnesses, and likely benefits PH patients as well. When indicated by 

prognosis (<6 months if the disease runs it usual course), hospice care can offer best supportive care to 

patients with PH, but hospices may not accept patients continuing expensive therapies. 

 


