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 ■ The last week of life is typically the period in the terminal illness trajectory with the highest 
symptom burden for patients and caregivers. 

 ■ Particularly during the last few days before death, patients and their families experience 
myriad physical and emotional symptoms, necessitating close care and attention from the 
integrated hospice team. 

 ■ Hospice responsiveness during times of patient and caregiver need is an important aspect of 
care for hospice consumers. 

 ■ Several organizations and panels identify care of the imminently dying patient as an 
important domain of hospice care: the National Quality Forum (NQF) and the National 
Consensus Project for Quality Palliative Care recommend that signs and symptoms of 
impending death are recognized, communicated, and educated, and care appropriate for the 
phase of illness is provided.  

 ■ Despite the critical role of high-quality hospice care in ameliorating patient and caregiver 
symptoms near death, no existing quality measures assess care at or near the time of death. 
The Centers for Medicare & Medicaid Services (CMS) Hospice Quality Reporting Program 
(HQRP) currently implements seven NQF-endorsed quality measures assessing care processes 
near admission. The Hospice Consumer Assessment of Healthcare Providers and Systems 
survey was recently implemented, and information gathered from this post-death survey will 
provide a retrospective understanding of patients’ and families’ experience with hospice care.

Background

 ■ To use qualitative methods to examine the importance of visits at the end of life among 
stakeholders, and examine the existing evidence connecting visits to quality of care.

 ■ To quantitatively analyze variation in hospice visits provided at the end of life.

Research Objectives

 ■ Qualitative information gathering activities included the following:

 ● an environmental scan of peer-reviewed literature in PubMed, clinical guidelines, and 
technical reports;

 ● focus groups with six hospice patient caregivers (representing consumers) and 9 hospice 
providers; and 

 ● technical expert panel (TEP) meetings. 

 ■ Quantitative analyses used Medicare hospice claims data to assess hospice staff visits, by each 
discipline and each day in the last week of the patient’s life.

 ● Population Studied: All Medicare hospice patients who died under hospice care in 2014. 
The quantitative analysis sample included 973,069 patients.

Study Design 

 ■ Currently, the CMS HQRP does not have quality 
measures addressing care beyond the initial 
assessment period. Quality measures assessing 
hospice staff visits when death is imminent can fill 
this gap in the HQRP and address a hospice high-
priority area.

 ■ These qualitative and quantitative findings can be 
used in the development of meaningful quality 
measures addressing care at the end of life. 

 ■ CMS and RTI are developing a quality measure 
set that will assess frequency and types of visits 
provided by hospice at the end of life.  The 
measure set will be calculated using assessment 
data, which allows for assessment of the types 
of visits not captured by Medicare claims (e.g., 
chaplain). Based on the findings described above, 
it will assess clinician visits provided in the final 3 
days of life and visits from other staff provided in 
the final 7 days of life.

Policy Implications
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Importance of Visits at End of Life

 ■ The literature shows that clinician visits to patients at the end of life are associated with improved 
outcomes such as decreased risk of hospitalization, emergency room visit, and hospital death; 
decreased distress for caregivers; and higher satisfaction with care.

 ■ The results of our qualitative research support the importance of visits at the end of life to consumers, 
providers, and experts. 

 ■ Consumers suggested that the importance of each discipline’s visits depends on each patient and 
family’s conditions and needs. 

 ● One caregiver stated that “[the visit] needs to be from the most appropriate person to deliver 
whatever care is most needed.  For some people it will be a RN, for others a trusted aide, for others 
a chaplain, etc.”

 ■ The TEP suggested that each discipline provides a different aspect of care and that measuring some 
disciplines’ visits separately from others’ may provide a better assessment of quality. 

 ● Visits from registered nurses and physicians may address case management and clinical 
management of symptoms. 

 ● Visits from social workers, chaplains, licensed practical nurses, and aides address supportive care 
that contributes to the overall well-being of patients and families.

Visits Provided at End of Life 

Patients receiving at least one visit:

 ■ In the last 7 days of life, 96.8% of patients received at least one visit from any hospice staff. 

 ● 92.4% of patients received at least one visit from a nurse; 

 ● 45.6% of patients received at least one visit from a medical social worker; 

 ● 62.6% of patients received at least one visit from a hospice aide. 

 ■ Patients are increasingly likely to receive a visit when death is imminent. Figure 1 shows the 
percentage of patients receiving a visit on each of the days in the final week of life, as well as the 
cumulative percentage of patients receiving a visit within a period of days leading up to death.

Figure 1. Patients Receiving a Visit from any Discipline
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 ■ Receipt of a visit in last 3 days (Figure 2): When looking at the last 3 days, both 
percentage of patients who received visits and average number of visits decreased  
(e.g., 85.2% of patients received at least one visit from a nurse in the last 3 days as 
compared to 92.4% in the last 7 days). 

Figure 2. Patients Receiving a Visit from Given Discipline in Final 3 Days and Final  
7 Days of Life

 ■ Length of stay: Patients with a longer length of stay were more likely to receive a visit 
when death was imminent (Figure 3). 

Figure 3. Patients Receiving a Visit at the End of Life, by Length of Stay

Number of visits received:

 ■ Number of visits in last 7 days is split between disciplines, with the majority of visits 
being provided by skilled nursing (Figure 4). On average, a patient received 

 ● 4.2 nursing visits, 

 ● 0.6 social worker visits, and 

 ● 1.9 aide visits in the last 7 days of life.

Principal Findings (continued)
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 ■ The results of our qualitative research support the 
importance of the visits at the end of life to consumers, 
providers, and experts in the field. 

 ■ Assessing hospice staff visits to patients and families 
when death is imminent can provide quality information 
to consumers and hospices and reveal room for quality 
improvement. 

 ■ The quantitative analysis described here includes 
patients in all levels of hospice care (Routine Home 
Care, Continuous Home Care, Respite Care, and General 
Inpatient Care). It is likely that there is variation in visits 
received by level of care. Further analysis should be 
conducted to stratify results by level of care.

Discussion

Figure 4. Average Number of Visits Received in Final Week

 ■ Some providers use phone calls to supplement care 
provided in person, but Medical Social Services phone 
calls accounted for only 1% of visits or phone calls in the 
final 7 days of life, or 12% of all Medical Social Services 
visits or phone calls.

 ■ We observed large variation across patients in the number 
of visits received. 

Principal Findings (continued)

 
Aide, 1.9 

Medical Social 
Services, 0.6   

Medical 
Social Services 
Phone Call, 0.1  

Physician, 0.5  

Skilled 
Nursing, 4.2  


