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DDDDEFINITIONEFINITIONEFINITIONEFINITION    Terminal Illness: A condition that is incurable and irreversible.
1
 

THE CONSUMERSTHE CONSUMERSTHE CONSUMERSTHE CONSUMERS    See Attachment 1: Family of Services & Attachment 2: Consumer Matrix 

Stage One: At Risk (Estimated 
Number/ Percent County 
Population) 

According to the Centers for Disease Control and Prevention (2005), individuals with chronic diseases often can 
have prolonged and eventually life-limiting courses of illness.

2
 Chronic diseases—such as heart disease, stroke, 

cancer, and diabetes—are among the most prevalent, costly, and preventable of all health problems. Chronic 
diseases have generally accepted characteristics, although each characteristic may not be applicable to each 
disease; however, they usually last a long time, are generally non-infectious in origin, and are unlikely to be 
cured. Seven of ten Americans who die each year die of a chronic disease.  
 
AIDS is also a growing life-limiting illness. 

Stage Two: In Crisis (Estimated 
Number/ Percent County 
Population)  

Total Cuyahoga County population per the American Community Survey (2002): 1,348,871 
 
Individuals diagnosed with terminal illness, which is defined by Medicare Part A regulations as having “a medical 
prognosis that his or her life expectancy is 6 months or less.”

3
  

 
In Cuyahoga County in 2002, 15,177 individuals died from all causes. 1.1 percent total county population 
(2002).

4
  

 
From 2000-2002, 15,938 individuals died from diseases of the heart, 10,563 from cancers, 2,628 from 
cerebrovascular disease, 1,756 from chronic lower respiratory diseases, 1,232 from diabetes mellitus, 866 from 
Alzheimer’s disease, and 875 from kidney diseases.

5
   

Stage Three: Post Death 
(Estimated Number/ Percent 
County Population)  

The families of the 15,177 individuals who passed away in 2002. 

Age by Generation Persons of all ages can experience a terminal illness, although the probability increases with age.  

Risk Factors  Risk factors for acquiring a chronic disease include: 
• Cigarette smoking; 
• Binge drinking; 
• No leisure time physical activity; 
• No regular physical activity; 
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• Diet, including insufficient fruit and vegetable consumption; 
• Obesity; 
• Irresponsible sexual behavior;

6
 

• Not accessing preventative care; and 
• Genetics.  
 
According to a recent study on barriers to accessing hospice services (Johnson, C.B. and Slaninka, S.C.,1999), 
risk factors for not accessing hospice services in a timely manner after having acquired a terminal illness include:  
• Individual and family’s lack of knowledge about the role of hospice, ambivalence towards treatment options, 

and possible view that hospice provides inferior quality of care.
7
 

• Health care providers’ lack of knowledge about the role of hospice or not making appropriate referrals to 
hospice due to reluctance to disclose, discuss, or acknowledge patient terminality, and access to hospice 
care being perceived as giving up on the patient.

8
  

• Being of color.
9
 

• Being a member of vulnerable population (children, long-term care residents, prison inmates, rural 
residents).

10
 

• Lack of medical coverage. 

Historic Trend Line  
 

Per the National Center for Health Statistics and the Center for Disease Control. (2001): 
11

  
Increasing number of individuals acquiring chronic diseases such as diabetes, heart disease, cerebrovascular 
disease, and Alzheimer’s disease; however, decline in rates have been seen for heart disease and cancer, the two 
leading causes of death which account for more than half of all deaths in the United States each year. Declines 
were also documented for stroke and chronic liver disease. 
 
Per the National Hospice and Palliative Care Organization (n.d.):

 12
  

There has been a significant increase in use of hospice care for all types of diseases (historically used mostly by 
cancer patients). The number of hospice programs and number of hospice patients has grown substantially in 
recent decades. In 1985, there were 1,545 hospice programs serving 158,000 patients; in 1994, there were 
2,312 programs serving 340,000 patients; in 2000, there were 3,100 programs serving 700,000 patients; and in 
2004, there were 3,650 programs serving 1,060,000 patients.  
 
More than half a million people with AIDS have died in the USA.

13
 There have been at least 39,000 new AIDS 

diagnoses each year since 1989. During the 1980s, there were rapid increases in the number of AIDS cases and 
deaths of people with AIDS. Cases peaked with the 1993 expansion of the case definition, and then declined. The 
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most dramatic drops in both cases and deaths began in 1996, with the widespread use of combination 
antiretroviral therapy. The rate of decrease in AIDS diagnoses slowed in the late 1990s. After reaching a plateau, 
the number of diagnoses increased slightly each year from 2001 to 2004. There were an estimated 42,514 
diagnoses in 2004. In total, an estimated 944,306 people have been diagnosed with AIDS. 
 
The number of deaths among people with AIDS remained relatively stable in the period 1999-2003, before 
dropping slightly to an estimated 15,798 deaths in 2004. Since the beginning of the epidemic, an estimated 
529,113 people with AIDS have died in the USA. 

Influencing Factors Underlying 
Historic Trend Line  
(+/-) 

Per the Centers for Disease Control Foundation (2003): 
14

  
Decline in cancer rates and mortality is attributed to decreased smoking, more effective screening, and earlier 
identification. Increases in number of individuals with other chronic diseases are attributable to increases in 
obesity and lack of activity, and to the aging of the population, which tends to get more chronic diseases. 
Mortality increased for the following leading causes of death: Alzheimer’s disease, kidney disease, hypertension, 
and Parkinson’s disease. 
 
Per the Hospice and Palliative Care Association of New York (n.d.): 

15
  

Initiation of the Medicare hospice benefit in 1982 resulted in a substantial increase in programs providing and 
patients using hospice. In 1997, changes were made to the Medicare system, expanding hospice benefits that 
encouraged other terminally ill people (in addition to just those with cancer) to use hospice. National 
professional and community education and awareness campaigns about hospice have increased awareness of 
the service. Additionally, more people dying of chronic illness have contributed to increased use of hospice. 

Life Trajectory 
 

Acquire terminal illness   �Palliative (comfort) care provided in combination with or at the exclusion of curative 
care   �   Acceptance of death, appropriate closure for individual and family members, support for bereaved 
family after death  

Consumer Impact Strategy Facilitate access to quality-of-life and life-prolonging treatments, if patient desires. Initiate services early enough 
in life-limiting illness progression so that the benefits of comfort care, counseling and spiritual care, and 
bereavement can be realized.  

Future Projection Anticipate continued increase in number and rate of individuals with chronic disease that may lead to a terminal 
illness with aging of the baby boomer cohort; however, more effective management and treatment may decrease 
morbidity and mortality.  
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THE SAFETY NET: THE SAFETY NET: THE SAFETY NET: THE SAFETY NET: Which of the 
80 safety net core services are 
needed to empower consumers 
to positively alter their life 
trajectory?    

    

Stage One: At Risk  Primary ServicesPrimary ServicesPrimary ServicesPrimary Services    
• Hospice Care (sometimes called pre-hospice) 
Access ServicesAccess ServicesAccess ServicesAccess Services    
• Disease/Disability Information 
• Medical Expense Assistance 
• Medical Transportation 
Supportive ServicesSupportive ServicesSupportive ServicesSupportive Services    
• Senior Housing and Information and Referral 

Stage Two: In Crisis  Primary ServicesPrimary ServicesPrimary ServicesPrimary Services    
• Hospice Care  
Access ServicesAccess ServicesAccess ServicesAccess Services    
• Disease/Disability Information 
• Medical Expense Assistance 
• Medical Transportation 
SuppoSuppoSuppoSupportive Servicesrtive Servicesrtive Servicesrtive Services    
• Case/Care Management 
• Home Delivered Meals 
• In-Home Assistance 

Stage Three: Stabilized 
(patient) and post-death of 
terminally ill patient (family)  

Primary ServicesPrimary ServicesPrimary ServicesPrimary Services    
• Hospice Care  
Access ServicesAccess ServicesAccess ServicesAccess Services    
• Disease/Disability Information 
Supportive ServiSupportive ServiSupportive ServiSupportive Services ces ces ces     
• Case/Care Management 
• General Counseling Service (Outpatient Mental Health Facilities) 
• Hospice Care (specifically Bereavement Counseling) 
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Intended or Unintended 
Philosophy Underlying Service 
Delivery (i.e., assumptions 
about what will work) 

• Historic philosophy: Physician-directed, hospital-based care with all medical interventions possible in effort 
to cure patient.  

• Current philosophy (Per the National Hospice and Palliative Care Organization, n.d.
16

): Care providers working 
as a cooperative team with terminally ill patient and his or her family with patient at center of decision 
making. Focus is on palliative treatment (or comfort care), pain management, and symptom control as 
opposed to medical interventions focused on curing the patient. A full suite of services is provided addressing 
the psychological, spiritual, and physical comfort of the patient.  

• Treatment more often provided on an outpatient basis, and sometimes in the home. 
• Intensity of services can be modified depending on state of illness, and continues after death of terminally ill 

patient in the form of bereavement support for the family. Supports can last days, weeks, months. 
• Hospice services provided most often at home (though can be in a medical center, long term care facility, 

etc.). A National Hospice Foundation study found that 80 percent of individuals say they want to die in their 
homes, and 75 percent of hospice patients actually do die at home.  

What Works Preferred intervention is made at the point when the patient is known to be terminal. 
17 

Experts suggest that the 
greatest benefit of hospice services to the family is realized when there are actually several months of hospice 
involvement.  
 
In 1997, the Robert Wood Johnson Foundation initiated the Last Acts campaign to improve end-of-life care.

18 
A 

basis of the campaign was that experts and the public generally agree that the best end of life care treats the 
whole person – body, mind, and spirit. In 1997, Last Acts published its Precepts of Palliative Care, which describe 
for health professionals five areas that are key to delivering high-quality end-of-life care. In summary, these are: 
• Respecting patient goals, preferences, and choices; 
• Providing comprehensive caring; 
• Utilizing the strengths of interdisciplinary resources; 
• Acknowledging and addressing caregiver concerns; and 
• Building systems and mechanisms of support.  
 
Per another report produced by the Robert Wood Johnson Foundation looking at cancer care, providing palliative 
care and treatment at the same time are possible and even desirable.

19 
Additionally, programs that “promoted 

excellence” had the following typical features: 
• Ongoing communication among patients, families, and providers; 
• Advanced care planning and patient-centered decision making that is iterative and reflective of patients' 

values and preferences; 
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• Formal assessment and treatment of physical and psychosocial symptoms; 
• Care coordination (also known as case management) to streamline access to services and monitor quality 

care; 
• Spiritual care; 
• Anticipatory guidance in coping with illness and issues of life completion and life closure; 
• Crisis prevention and early crisis management; 
• Bereavement support; 
• An interdisciplinary team approach to care; and 
• 24/7 availability of a clinician knowledgeable about the case. 
 
Cultural competence is a leading practice in hospice. Research shows that ethnic minorities access hospice care 
significantly less often than Caucasians. In part, this has been attributed to the lack of cultural competence 
among hospice staff. In their efforts to provide culturally appropriate end-of-life care, hospices should have 
established intervention plans aimed at increasing cultural competence among hospice staff.

20 
 

What Doesn’t Work • Uncoordinated, non-patient centered care. 
• A “one size fits all” model for end-of-life palliative. There are distinct patterns of function decline in the last 

year of life for different diseases that indicate the need for different approaches to palliative care. Different 
diseases have different trajectories, and even the same disease can be manifested in significantly different 
ways in different patients.  

Community-wide Strategies to 
Impact Life Trajectories  

Enable access to treatment (transportation, expenses, etc.). Provide a) education for both potential patients and 
health care providers focusing on understanding hospice and on advance care planning, and b) outreach to racial 
and ethnic minorities that have traditionally not utilized hospice, thereby increasing access to and timeliness of 
hospice services.  

First Call for Help Between 2000 and 2004, there were 96 requests for services for those who were terminally ill.  Of these, 4 (4 
percent) were unmet, meaning that there was no agency to which to refer callers.  See Attachment 3: First Call for 
Help for more detail.  Note that referrals to hospices are more likely to made by physicians than through First Call 
for Help. 
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RESOURCESRESOURCESRESOURCESRESOURCES  

Identified Resources 2003-04  

 
    
NOTE: This does not include all monies for this consumer group. Much of hospice service is covered by Medicare 
and private insurance, which are not included here. See Attachment 4 for details and Attachment 5 for Revenue 
Checklist.    

Government Resource Trend 
Line  

Increasing Medicaid and Medicare reimbursements. Decreasing Ryan White Title I reimbursements. 

Future Direction of Government 
Funding 

“In 2001, Medicare spending accounted for 17 percent of total national health expenditures. Total Medicare 
expenditures as a percentage of the total gross domestic product has also risen from 1.8 percent in 1990 to 2.4 
percent in 2000, suggesting that the burden of financing this program has been increasing.

 21
 Medicare spending 

on hospice has grown dramatically from $1.9 billion in 1995, to $6.7 billion in 2004, and an estimated $9.8 
billion in 2006. The aging of the population will intensify this expenditure as a greater percentage of the 
population becomes eligible to retire, reducing Medicare income tax revenue, and a greater proportion of the 
population enters the Medicare program, increasing Medicare expenditures. Considerable concern is being 
expressed regarding the solvency of the Medicare program.”

22
  

 
“The Centers for Medicaid and Medicare have over the past decade promoted the availability of the benefit of 
hospice care to providers and beneficiaries. In December 2003, Congress passed the Medicare Modernization Act 
of 2003. The hospice provisions were designed to improve access and make hospice care more available to 
patients and families earlier in their illnesses, including (a) an educational consult for patients who would be 
appropriate for hospice but have not yet been referred, (b) contracting for core or specialized nursing services, (c) 
nurse practitioners not employed by hospice to continue caring for patients under hospice, (d) a rural hospice 
demonstration project to evaluate care delivery.”

23
 

 
“While access to hospice services has been made easier, trends in the reimbursement of hospice are of 
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considerable concern. Medicare and Medicaid reimburse hospice providers at a per diem rate based on four 
levels of care in which all hospice services (including prescriptions, counseling, respite, home care visits, etc.) 
are to be absorbed. The per diem rate is intended to allow for variation over an average length of stay in a 
hospital. However, reimbursement rates were set approximately 20 years ago, and, while there have been some 
increases based on an index rate, they have not been modified to account for advances in technology, 
pharmacology, or other medical treatments which are now best practices in standards of palliative care. 
Additionally, trends in short hospice lengths of stay and a lack of increase in reimbursement rates are requiring 
providers to absorb more costs. As a Milliman, USA report states, “As the average length of hospice service 
shrinks, intensive service days required at the onset of hospice enrollment and during the last phase of a 
terminal illness comprise a higher percentage of days, resulting in a higher per patient per day cost. Financial 
losses occur as the per-diem costs increase and reimbursement stays steady.” The same report noted that costs 
for providers often exceed reimbursements by 10-20 percent.

24
 Hospices are often dependent on charitable giving 

and community support to make up for the gap in reimbursement for hospice care for Medicare and Medicaid. A 
report released on March 10, 2006 from RAND Corp. and the Medicare Payment Advisory Committee confirmed 
that first and last days of service require higher expenditures, suggesting that the centers for Medicaid and 
Medicare may move towards increasing reimbursement for those days.”

25
  

Return on Investment According to an article published in the Journal of the American Medical Association, hospice care and advance 
directives can save between 25 percent and 40 percent of health care costs during the last month of life.

26
  

 
In 1995, Lewin-Value Health, Inc. (VHI), a Washington-based health care consulting firm commissioned by the 
National Hospice Association, documented that nationally for every dollar Medicare spent on hospice, it saved 
$1.42 in Part A and Part B expenditures (looking at Medicare hospice and non-hospice users with cancer.) 
Greatest savings occurred in the last month of life where costs for non-hospice care averaged $3,900 more than 
costs for the comparative hospice group.

 27
  

 
Another study by the Health Care Financing Administration and the Social Security Administration in 1997 
demonstrated that for Medicare, hospice had a significantly lower per day reimbursement cost ($111), compared 
with a skilled nursing facility ($426) and a hospital stay ($2,002).

28
 

 
The following findings are also important to consider in investment in hospice care: 
• 83 percent of people who die each year are eligible for Medicare. 
• At least 1/3 of all Medicare expenditures go to care for an eventually fatal illness.

29
 

• Medical care at the end of life consumes 10-12 percent of the total health care budget and 27 percent of the 
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Medicare budget.
30

  
 
With the largest cohort of individuals aging into Medicare eligibility, and with the severe cost containment 
measures being considered for Medicare, the cost savings from appropriate use of hospice have potential to 
offset need for cuts.  
 
It is also important to note that although Medicare is the largest payor for hospice care, reimbursement rates 
(which are exclusively at a per diem rate) often do not cover all services required for a hospice patient who needs 
not only medical care but other supportive and home-based services such as counseling and chore services. 
Additionally, some comfort care measures proven to be highly beneficial, such as palliative chemotherapy or 
radiation, are not made available because they are too expensive. 
 
Finally, investment in a core service that educates and supports death with dignity where patient’s choices are 
discussed and acted upon has the opportunity to positively affect the dying person’s quality of life and support 
productive community dialogue around end of life issues. 

 



 
 

 

Persons who are tPersons who are tPersons who are tPersons who are terminally erminally erminally erminally iiiill  ll  ll  ll      
Final ReportFinal ReportFinal ReportFinal Report    

ConsumConsumConsumConsumer Group Snapshoter Group Snapshoter Group Snapshoter Group Snapshot 

 

 
United Way of Greater Cleveland Core Service Planning ………………………………………………………………………………………………………………………………………………………………..………..………..10  
Prepared by MCS Consulting Service – February 2007 
 

ATTACHMENTSATTACHMENTSATTACHMENTSATTACHMENTS    
 
 

Attachment Attachment Attachment Attachment 1111: Family of Services: Family of Services: Family of Services: Family of Services    
 

Terminally Ill

Primary Services Supportive Services Access Services

Hospice Care
Medical Expense 

Assistance

Medical

Transportation

Multiple

Disease Disability 
Information

Family of Services
AIRS: Health Care
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Attachment Attachment Attachment Attachment 2222: : : : Consumer MatrixConsumer MatrixConsumer MatrixConsumer Matrix    
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Attachment 3: First Call for HelpAttachment 3: First Call for HelpAttachment 3: First Call for HelpAttachment 3: First Call for Help    
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Attachment 4: Revenue TablesAttachment 4: Revenue TablesAttachment 4: Revenue TablesAttachment 4: Revenue Tables    
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Attachment 4: Revenue Tables (continued) 
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Attachment 5: Revenue ChecklistAttachment 5: Revenue ChecklistAttachment 5: Revenue ChecklistAttachment 5: Revenue Checklist    
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