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In August 2006, after a trip to the New Jersey Shore, Peggy was having great diffi culty 

catching her breath. In consultation with her children, Peggy decided that she was ready 

for hospice care. But, she did not want to relinquish her independence just because 

shortness of breath and a weakening heart overtook her daily stride. However, a 

single episode at home had thrown Peggy into crisis. Since Peggy lived alone, hospice 

care at home presented a host of challenges including safety and how to manage her 

unstable cardiopulmonary condition. Peggy was an ideal candidate for the hospice’s 

TeleCare (see box) monitoring program which provided a passive monitoring system, 

a medication dispenser, and vital signs monitoring for blood pressure, weight, and 

blood oxygen levels. In addition, the hospice authorized routine draws of BNP (beta 

naturetic peptide) and BMP (basic metabolic profi le) with GFR (glomerular fi ltration 

rate) to manage her symptoms aggressively. Medications were adjusted accordingly 

to maximize quality of life and minimize symptoms. Though some would consider 

this treatment aggressive, it was the aggressive treatment of Peggy’s symptoms that 

allowed for an extended quality of life. There was suffi cient evidence to support this 

action based on the concept of risk and reward, especially as there was a minimum 

of invasive therapies required. In Peggy’s case she went from being homebound and 

short of breath to living her life up to her fi nal days.

TeleCare monitoring enabled a hospice patient like Peggy to not only live indepen-

dently, but also to leverage the hospice staff ’s ability to care for her. The nurse case 

manager could identify Peggy’s changing medical status for immediate intervention 

before symptoms escalated into a crisis. Making more informed and timely adjustments 

to Peggy’s treatment protocol allowed for intensive treatment of her symptoms and 

improved her overall quality of life. In Peggy’s case TeleCare monitoring played an 

important part in her living longer, more comfortably, and with peace of mind. Peggy 

had witnessed her father suffocate with emphysema and she feared that would also be her 

fate. But with her hospice care augmented with Telecare, Peggy’s children agreed that 

their mother never struggled to breathe. Peggy lived at home for another 2 months, and it 

was there she was able to celebrate her last birthday, close to her children and family.

What is hospice?
The hospice concept was pioneered in 1967 by English physician, nurse and social worker 

Dr. Dame Cicely Saunders. In the US, the hospice movement emerged in the mid 1970s. 

In 1982, Congress initiated the hospice benefi t under TEFRA (Tax Equity and Fiscal 

Responsibility Act), a landmark public policy decision to include hospice care in the 

Medicare program. Hospice core services include professional nursing care, personal 

assistance with activities of daily living, various forms of rehabilitation therapy, dietary 

counseling, psychosocial and spiritual counseling for both patient and family, volunteer 
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services, respite care, provision of medical drugs and devices 

necessary for palliative care, and family bereavement services 

after the patient’s death. Hospice care is provided by an interdis-

ciplinary care team comprising nurses, social workers, pastoral 

counselors, nursing assistants, and other health professionals 

under the management of the patient’s own primary care physi-

cian or one affi liated directly with hospice program.

Care for the dying is a complex enterprise that must 

involve multiple professionals and non professionals. The 

physical, emotional, and social needs of the dying person are 

addressed by acknowledging the fear, anxiety, loneliness, and 

isolation that is experienced during an end-stage illness.

Most elderly patients are eligible for Medicare Hospice 

benefi ts (MHB). For an individual to be elected for hospice 

care, a physician must certify that the patient is likely to die 

within 6 months if the terminal disease follows its anticipated 

course. The patient or the patient’s representative in turn 

agrees to waive all other Medicare coverage related to their 

terminal illness under part “A” which is Medicare Hospital 

Benefi ts. A hospice patient’s primary physician can bill under 

Medicare part “B”. Hospice patients may be hospitalized for 

a brief period of time. Medicare payment for hospice requires 

that a patient be reassessed periodically, initially after each 

of the fi rst two 90-day periods, and then 60 days after that 

to document continued decline in condition and determine 

whether hospice care continues to be appropriate.

The state of end-of-life care
in the US
Despite the powerful and valuable Medicare Hospice Benefi t, 

there is a persistent culture of ICU (Intensive Care Unit) hos-

pitalization for end-of-life care for these patients (Seferian and 

Afessa 2006), an expensive and often futile strategy. In my 

experience (AJF) nursing homes are reluctant to have patients 

die while under their care. Hence, when a patient with a terminal 

illness in a nursing home becomes close to death, emergency 

services are called, and the patient is transferred to the nearest 

hospital and admitted to the ICU where expensive and futile 

services are provided. Hospice choice will avoid this unneces-

sary detour. It has been estimated that Medicare payments made 

to benefi ciaries in the last year of life are almost 7 times greater 

than those made for all Medicare benefi ciaries (Lubitz and Riley 

1993). In addition to the recognition of overuse of technology 

in terminally ill patients, there is also a growing perception of a 

signifi cant lack of symptom control and psychological support 

for patients who die in conventional hospital settings (Solomon 

et al 1993; SUPPORT Principal Investigators 1995; Lynn et al 

1997; Reynolds et al 2002; Teno et al 2004).

Benefi ts of hospice care
There is ample evidence to support a higher quality of life 

in hospice patients compared with terminally ill patients in 

the hospital setting. Numerous studies evaluating quality of 

end of life in settings other than the hospital show that family 

members are consistently more likely to report a favorable 

dying experience of the decedent when hospice or palliative 

care is chosen, compared with hospitalization (Dawson 1991; 

Hanson et al 1997; Nolen-Hoeksema et al 2000; Teno et al 

2004). Here is growing evidence that hospice provides high 

quality care with high consumer satisfaction (Casarett and 

Quill 2007). Research has suggested that for certain diagnosis 

such as CHF, compared with patients who do not choose 

hospice care, hospice patients live longer for an average of 

29 days (Connor et al 2007), and that hospice care may be 

associated with a modest cost-saving (Pyenson et al 2004).

Underutilization of hospice
in the US
Despite the clear advantages in quality of life for terminally 

ill patients, and the cost benefi ts associated with palliative 

and hospice care, the decision to utilize hospice is made by 

only an estimated fraction of the patients who stand to benefi t. 

Only approximately 20%–25% of people who die in the US 

utilize hospice services (Foley and Gelbard 2001; Hanson 

2004). The median utilization of hospice is only 22 days, and 

over one-third of hospice patients receive fewer than 8 days of 

services (Russell and LeGrand 2006). Ten percent of hospice 

patients are enrolled in the last 24 hours of their life (NHPCO 

2006; National Trend Study 2004). Over one-third of patients 

receiving hospice care in 2002 were over the age of 85 years, 

and the overwhelming majority (82%) were white (Connor 

et al 2004). There is therefore clear evidence that hospice is 

poorly utilized in the US, and that this underutilization is at 

least partially dependent upon demographic factors including 

race or ethnicity, misconceptions of fi nancial and eligibil-

ity requirements, and diffi culty in discussing or accepting 

hospice as a treatment option.

The demographic divide in the US
Many studies report the observation that minority groups are 

less likely than white Americans to benefi t from hospice or 

palliative care. African Americans and Latinos are more likely 

to die at home than European Americans, but are signifi cantly 

less likely to receive hospice care (Enguidanos et al 2005). 

During the period 1995 to 2001, the use of hospice services 

by African Americans and Latinos was signifi cantly less than 

by European Americans, and, though European American use 
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of hospice increased during this period, African American use 

actually decreased (Colon and Lyke 2003). The difference 

appears to be when end-of-life decision making is initiated. 

When ethnic groups who choose to use hospice were compared 

in one study, there were no differences between European 

Americans and Latino patients in average duration of hospice 

use, and African Americans utilized hospice, on average, lon-

ger than either. Furthermore, there was no greater likelihood 

that services would be terminated prematurely among ethnic 

minorities when compared with European Americans (Colon 

and Lyke 2003; Johnson et al 2005). An important recent 

report by Kapo and co -investigators suggests that the return 

rate to hospice may be lower in African Americans compared 

with all other users (Kapo et al 2005). Elderly minorities in 

this group were more likely to die in an inpatient setting than 

their European counterparts (Jonson et al 2005).

A large number of factors have been identifi ed for the 

underutilization of hospice by ethnic minorities and greater 

utilization of inpatient settings by elderly minorities. Some 

of the differences in the making of end-of-life decisions may 

be related to associated or indirect factors, such as differences 

in the availability of a full-time caregiver, in marital status, 

in general economic or educational status, or language use 

(Colon and Lyke 2003). However, a large number of cultural 

and social factors, that are race or ethno-specifi c, have also 

been identifi ed as possible determinants of hospice under-

utilization. These include a lack of knowledge of hospice, 

cultural, or religious beliefs about end of life and death, the 

desire for autonomy, and, importantly, perceptions and mis-

trust of healthcare and healthcare professionals (especially 

among African Americans) (Burrs 1995; Gordon 1996; Reese 

et al 1999; Born et al 2004; Torke et al 2005; Winzelberg et al 

2005; Duffy et al 2006; Rhodes et al 2006). These ethnic, 

social, and cultural complexities in end-of-life perceptions 

place a burden on health-care professionals to remain sensitive 

to diverse factors during clinical decision-making. However, it 

is poorly understood how physicians, nurses, and other health-

care professionals working specifi cally within racially diverse, 

low-income communities see their role in this process.

Barriers to hospice use
Because life expectancy for patients with most end-stage dis-

eases cannot be predicted with specifi city, there has been recent 

focus on how the Medicare mandated assignment of a 6-month 

time frame as discussed previously has itself become a barrier 

to care (Casarett and Quill 2004). Because the culture of medi-

cine is that physicians and other health professional are trained 

to prolong life, referral to hospice maybe viewed as a medical 

failure or depriving patients of hope. There are consumer barriers 

to access to hospice, with various attitudes, and misinforma-

tion, including that they must forgo all treatment. The National 

Hospice Foundation reveals 75% of Americans do not know 

that hospice care can be provided in the home and 90% do not 

realize that hospice care is fully covered through Medicare.

100% mortality in this world
The association of hospice with death is a major impediment 

to hospice enrollments as fear of death is a pervasive human 

emotion. Palliative care and hospice patients are often not 

capable of engaging in the types of interactions required to make 

end-of-life choices independently, and the infl uence of others is 

crucial both physically and psychologically. The role of family 

in the choice of, and evaluation of, hospice care has long been 

recognized (Connor et al 2005). However, next to the infl uence 

of friends and relatives, healthcare professionals are logically the 

most infl uential group during end-of-life decisions. It has been 

suggested that quality of end-of-life care results when, among 

other things, health-care professionals promote shared decision-

making (Teno et al 2001). However, a great deal of evidence 

exists to suggest that the infl uence of healthcare professionals 

on decision-making in ethnic minorities may be signifi cantly 

different than their role among white patients and their families, 

resulting from a substantial cultural mistrust (Cort 2004; Welch 

et al 2005). It has been recognized that there is a greater need 

for healthcare professionals to be cognizant of diverse cultural 

and social issues that relate to end of life decision-making, such 

as distrust of the medical system, methods for communicating 

news about life-threatening illness, autonomy, and attitudes 

toward advanced directives (a number of guidelines are avail-

able, including [Searight and Gafford 2005]). There is a strong 

precedent for using patient- and family-based surveys to inform 

healthcare providers on strategies and possible improvements 

(Lanford et al 2001; Jenkinson et al 2002). What is needed are 

similar strategies that directly measure the perception and roles 

of various healthcare professionals in the clinical decision-mak-

ing process as it pertains to end of life and palliative care.

Conclusion
Providers and patients must recognize that death is inevitable. 

Hospice should not be viewed as care of last resort but rather 

as an alternative option that comes after aggressive treatment 

of the terminal illness has failed.

Unfortunately, many Americans have their access to 

hospice and other forms of palliative care blocked by lack 

of information, misunderstanding, fi nancial limitation, and 

other less tangible factors including fear. This summary has 
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Telecare
In a recent pilot program sponsored by Keystone Hospice 

in Wyndmoor, PA, USA, the Telecare Program reduced 

the risks of providing services to vulnerable elderly indi-

viduals with the use of simple monitoring and medication 

compliance technology. The program combines technol-

ogy to monitor activity and ambient temperature in the 

home, track and dispense medication doses, and monitor 

vital signs with home care support.

The approach is three-tiered:

• Passive activity monitoring: Wireless motion detec-

tors strategically placed in the home track functional 

activities of daily living and ambient temperature. 

Getting out of bed, eating, using the bathroom, tak-

ing medication, tasks necessary for independent liv-

ing, and ambient temperature. A baseline analysis of 

the individual’s safe independent status is recorded. 

When activity deviates from the known pattern, alerts 

are sent to caregivers. Data aremonitored 24 hours a 

day by a call center for emergency situations such as 

suspected bathroom fall, lack of wake up, or extremes 

in ambient temperature.

• Medication management: Using the MD2, the device 

that reminds, dispenses, monitors, and safeguards daily 

doses of medications. The MD2 holds up to sixty doses 

of medication and is a reliable and effective device for 

increasing medication adherence and reducing medica-

tion error. Caregivers are able to monitor compliance 

and are alerted to missed doses of medication.

• Vital signs monitoring: Low cost tools (glucose 

meter, blood pressure, scale) are adapted to send 

measurements over phone lines to physician and care 

manager. These measurements create a longitudinal 

record for accuracy of disease assessment. When 

monitored with more frequency, trending is evident. 

Intervention by the physician or care manager can 

occur before crisis.

Benefi ts identifed during the course of the project were:

• Move care from facilities into the home, decrease 

use of expensive services, emergency room visits, 

inpatient stays.

• Decreased costs long-term care, avoid precipitous 

nursing home placement, increased safety, quality of 

life, and independence.

A case in point – Peggy.

addressed some of the issues preventing more wide spread 

use of this valuable palliative and hospice care option.
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