
THE 2010 REPORT OF THE  
VIRGINIA ALZHEIMER’S DISEASE AND RELATED DISORDERS COMMISSION:   

RECOMMENDATIONS OF THE COMMITTEE 
 

The Virginia Alzheimer’s Disease and Related Disorders Commission advises the Commonwealth on the care of 
persons with Alzheimer’s disease and dementia, and how to assist the caregivers of such persons.  This is an 
enormous constituency, which represents one of the largest consumers of state Medicaid resources.  
  
Acting in its advisory capacity, the Commission recommends actions to enhance Virginia’s ability to effectively 
and efficiently serve these relevant constituencies.  Both short and long term recommendations are included 
below. 
 
A)  SHORT TERM RECOMMENDATION: FOCUS ON RESPITE CARE 
 
The Commission proposes enhancing the availability and 
utilization of respite care resources. 

Statistics published in the Alzheimer’s Association‘s 
2010: Alzheimer’s Disease Fact and Figures found at 
www.alz.org: 

• An estimated 5.3 million Americans have 
Alzheimer’s disease. The number of Americans with 
Alzheimer’s has more than doubled since 1980. 

• Alzheimer’s is the 7th leading cause of death (In 
2006, Virginia had close to 1600 deaths due to AD) 

• Between 2000 and 2010, Virginia had 
experienced a 30% growth in the number of 
people 65+ with Alzheimer’s disease. 

• In 2010, Virginia had over 280,000 caregivers 
with an equivalent of almost 319 million hours of 
unpaid care per 100,000 that year valued at over     
$3.6 billion. 

• The number of Americans with Alzheimer’s disease 
will continue to grow – by 2050 the number of 
individuals with Alzheimer’s could range from 11.3 
million to 16 million. 

• National direct and indirect annual costs of caring 
for individuals with Alzheimer’s disease are at least 
$100 billion, according to estimates used by the 
Alzheimer’s Association and the National Institute 
on Aging. 

• Alzheimer’s disease costs American business $61 
billion a year, according to a report commissioned 
by the Alzheimer’s Association. Of that figure, 
$24.6 billion covers Alzheimer health care and 
$36.5 billion covers costs related to caregivers of 
individuals with Alzheimer’s, including lost 
productivity, absenteeism and worker replacement. 

• More than 7 out of 10 people with Alzheimer’s 
disease live at home, where almost 75 percent of 
their care is provided by family and friends. The 
remainder is “paid’ care costing an average of 
$19,000 per year. Families pay almost all of that 
out of pocket. 

• Half of all nursing home residents have Alzheimer’s 
disease or a related disorder. 

• The average cost for nursing home care is $42,000 
per year but can exceed $70,000 per year in some 
areas of the country. 

• The average lifetime cost of care for an individual 
with Alzheimer’s is $174,000. 

 
BACKGROUND 

An important and frequently overlooked part 
of the caregiving process is taking care of the 
caretaker.  Families, not social service 
agencies, nursing homes, or government 
programs, are the mainstay underpinning 
long-term care for older persons in the United 
States. More than 40 million Americans are 
informal caregivers–providing unpaid help to 
persons who live in the community and have 

at least one limitation in their activities of daily living.  These 
caregivers include spouses, adult children, and other relatives and 
friends. 
 
Respite services provide caregivers a much needed break. The 
dictionary defines “respite” as “a delay or cessation for a time, 
especially of anything distressing or trying, an interval of relief.” The 
term “respite care,” however—within professional acceptance—is a 
multi-agency response to the needs of such caregivers and typically 
refers to a range of interventions from sitting services, day-care 
services, to short-term residential and in-patient care.  
 
Respite offers the caregiver time away from the stresses and strains 
of providing care and managing work, their household, and family life. 
Most caregivers are employed, and nearly one in five provides more 
than 40 hours of care per week. Respite care also allows the care 
recipient a break from the caregiver and exposes them to different 
people with varied skills.  
 
Depending on the need and situation, respite care services can 
include adult day care and homecare services as well as overnight 
stays in a facility. They may be provided for a few hours, days, 
overnight, a week, or weekend.  
 

                                                 

Respite care, as 
defined by this 
Commission, is any 
service or set of 
services that allows a 
caregiver of a 
demented individual to 
temporarily escape 
from the caregiver1 
role.   

1 The term ‘family caregiver’ means an adult family member or another individual who is an informal provider of in-home and community care to an older 
individual or to an individual with Alzheimer’s disease or a related disorder with neurological and organic brain dysfunction – Older Americans Act of 1965 
as amended in 2006, Sec 203. 
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ADULT DAY CARE IN-HOME RESPITE CARE INSTITUTIONAL RESPITE CARE 

Adult day care is available through:  

• Social day care (providing social 
activities, meals, recreation, and 
limited health-related services). 

• Adult health day care (offering more 
intensive health, therapeutic, and 
social services for individuals with 
severe medical problems). Adult 
day care is useful for caregivers 
who cannot stay home all day to 
provide care, supervision, and 
companionship.  

In-home respite care combines health 
care and support services to help 
people with disabilities continue living 
at home as well as possible. Two types 
of home care are available:  

• Home health care services 
provide medical care such as 
medication assistance, nursing 
services, and physical therapy. 

• Non-medical home care services 
include personal care, 
companionship, housekeeping, 
cooking, and other household 
activities.  

Institutional respite care in 
nursing homes, assistive living 
facilities, and occasionally 
hospitals, provides respite care 
for individuals with disabilities 
who need to be away from home 
overnight or for several days. 
These institutions can provide 
services to people in need of 
more care.  

  

 
RECOMMENDATION: 
The Commission recommends that the Governor and the General Assembly adopt the recommendation from 
the Joint Commission on Health Care proposed during the 2008 legislative session to provide $200,000 in 
General Funds during each year of the biennium for the Respite Care Initiative grant (administered by the 
Virginia Department for the Aging) which enables a caregiver of an individual with dementia to have a temporary 
rest from the caregiver role. There are more than 1,000 Virginia families on the waiting list for this service.  The 
requested funding would allow more than 100 additional families to benefit from the Respite Care Initiative.  
The Commission recognizes the fiscal realities currently facing the Commonwealth, however the program for 
which we are advocating immediately impacts vulnerable persons and their families.  
 
Also, the Commission recommends that the “sunset clause” found 
in the Commission’s legislation (§2.2-720 of the Code of Virginia) 
be extended until July 1, 2016. 

Caregiving Fact: The average caregiver is age 46, 
female, married and working outside the home earning 
an annual income of $35,000. 

Caregiving statistics (based on the Family Caregiver 
Alliance reports  www.caregiver.org/): 

• 34 million adults (16% of population) provide care to 
adults 50+ years. 

• 8.9 million caregivers (20% of adult caregivers) care 
for someone 50+ years who have dementia.   

• 5.8 - 7 million people (family, friends and neighbors) 
provide care to persons 65+ who need assistance with 
everyday activities 

• Unpaid family caregivers will likely continue to be the 
largest source of long-term care services in the U.S. 
and are estimated to reach 37 million caregivers by 
2050, an increase of 85% from 2000.  

• Cost of informal caregiving in terms of lost productivity 
to U.S. businesses is $11 to $29 billion annually. 

• Caring for older persons with dementia (as opposed to 
caring for someone with a physical disorder) costs 
more than $18 billion a year in additional time spent 
by family and friends. 

• One study of community-residing Alzheimer’s disease 
care recipients found that on average each care 
recipient receives $23,436 worth of informal care 
from family and friends. In comparison, only $8,064 of 
professional home care services per year is used by 
care recipients. 

• As a result of their caregiving, informal caregivers are 
estimated to each lose an average of $25,494 in 
Social Security benefits, an average of $67,202 in 
pension benefits and an average of $566,433 in wage 
wealth. Combined, the result is a loss of $659,139 
over a lifetime. 

 
The Commonwealth stands to benefit from enhanced availability 
and utilization of respite resources for the following reasons: 

1. Respite care resources allow caregivers to continue to function 
within the taxable workforce, which increases the tax base and 
in turn helps pay for increased respite program investment. 

Caregiving has a substantial impact on business. Absenteeism, 
replacing employees who quit in order to provide care and 
other caregiving-related activities, can have serious financial 
consequences to employers.  

Most caregivers are employed.  Based on a 2003 AARP study, 
among baby boomer caregivers (aged 50-64 years old), an 
estimated 60% are working full or part-time.  Using data from 
the 1998 National Survey of Families and Households (NSFH), 
working caregivers often suffer many work-related difficulties 
due to their dual caregiving roles. Among working caregivers 
caring for a family or friend aged 65+, two-thirds report having 
to rearrange their work schedule, decrease their hours or take 
an unpaid leave in order to meet their caregiving 
responsibilities.  Difficulties due to work and caregiving are 
even higher among those caring for someone with dementia. 
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A 1997 MetLife Mature Market Institute study reported U.S. businesses were experiencing a combined loss 
of $11.4 billion per year due to lost productivity created by employees providing care for their aging parents 
and relatives.  Ten years later—based on a study commissioned by the Alzheimer’s Association (www.alz.org) 
– a staggering cost of $36.7 billion are solely related to caregivers of individuals with Alzheimer’s, including 
lost productivity, absenteeism and worker replacement.   

By supplying the much needed respite care umbrella of options and services, caregivers may remain within 
the workforce pool for a longer period of time, and continue to increase the tax base. 
 

2. Increasing investment in respite care can create jobs, and can therefore benefit local economies. 
 
According to estimates developed by HHS's Office of the 
Assistant Secretary for Planning and Evaluation (ASPE), after 
2010 the demand for direct care workers will increase as the 
baby boomers reach age 85 (beginning in 2030). ASPE 
estimates project the demand for direct care workers to grow to 
approximately 5.7-6.6 million workers in 2050, an increase in 
the current demand for workers of between 3.8 million and 4.6 
million (200 percent and 242 percent respectively). This 
increase in demand will be occurring at a time when the supply 
of workers who have traditionally filled these jobs is expected to increase only slightly. 

• What is the estimated economic value of informal 
caregiving? If the services provided by informal 
caregivers (i.e. family, friends, neighbors) had to be 
replaced with paid services, it would cost an 
estimated $257 billion (in 2000 dollars). 

• At the estimated value of $257 billion nationally, 
informal caregiving greatly exceeds the costs 
associated with home health care ($32 billion) and 
nursing home care ($92 billion) combined. 

By increasing investment in respite care, additional jobs can thus be created to benefit, along with a wider 
scale of patients and caregivers, the local and regional economies. 
 

3. Respite care can delay time to nursing home placement, which can reduce dependence on Medicaid 
subsidization of long term care and result in substantial savings to the Commonwealth. 

 
Several studies published over the past decade indicate that people with moderate dementia have been 
able to defer institutionalization by nearly a year when their family members received caregiver support 
services, including counseling, information and ongoing support.  Effective interventions for moderately and 
severely impaired patients become particularly valuable if they delay institutionalization.  A 2003 HHS 
Report to Congress had shown that a one-month delay in placement would yield savings of $1,863 in formal 
services.  At current rates of nursing home admissions, a one-month delay among Alzheimer’s disease and 
dementia admissions could save as much as $1.12 billion annually. 
 

4. Respite helps preserve both the mental and physical status of caregivers, which keeps them productive in 
their communities and in the workforce. 

While experts have long known that caregiving can have deleterious mental health effects for caregivers, 
research shows that caregiving can have serious physical health consequences as well.  A study of elderly 
spousal caregivers (aged 66-96) found that caregivers who experience caregiving-related stress have a 63% 
higher mortality rate than non-caregivers of the same age.  

Psychological health appears to be the aspect of the family caregiver’s life that is most affected by providing 
care. Studies consistently report higher levels of depressive symptoms and mental health problems among 
caregivers than among their non caregiving peers (30% to 40% of dementia caregivers suffer from 
depression and emotional stress). 

Caregiver interventions benefit both the caregiver and the care recipient. Use of caregiver support services, 
and in particular respite care, has been shown to have clinically significant outcomes in improving caregiver 
depression, anxiety, and anger. Specific caregiver interventions which appear most beneficial include those 
that work with both the caregiver and the care recipient, those that emphasize behavioral skills training, and 
those that are both multi-component and tailored to caregivers’ specific needs.  
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5. Although the number of Alzheimer’s patients in the Commonwealth has markedly increased in the past 20 
years, the amount of funding by the Virginia General Assembly for its Respite Care Initiative has not 
increased proportionally.  
 
The Virginia General Assembly created the Respite Care Initiative in the late 1980s. When the Virginia 
Department for the Aging took over the operation of this Initiative, the annual allocation was $350,000.  In 
2000, the Governor included an additional $250,000 for the Initiative in his budget (which passed) though 
due to revenue shortfalls and agency budget cuts in the early 2000s, the Initiative operates today with an 
annual budget of only $456,209.   

 

Caregivers staying in the 
workforce Create more jobs 

BENEFITS 
OF 

INCREASING 
RESPITE 

CARE  
RESOURCES

Satisfy higher demand for 
services 

Staying longer in  
the workforce 

Staying longer and more 
productively in the workforce Benefit local economy 

 
 
 

Delay nursing home 
placement 

Reduce dependence on 
Medicaid subsidization of LTC 

Substantial savings to the 
Commonwealth  

Preserve mental and  
physical status of caregivers  

Expand productivity within 
communities and workforce 

Increase quality of life and 
living 

 
 
 
 
 
 
 
 
 
 
 
The Commonwealth should enhance availability and utilization of respite care resources: 
 
1. Increasing funding for the Virginia General Assembly’s Respite Care Initiative to achieve a more balanced 

and eventually complete statewide coverage (consider expand coverage to localities currently not served by 
the program).  See recommendation above. 

2. Encouraging local level planning for increased delivery of resources (local agencies will decide how to 
organize service improvements, by either providing services to more people, or else providing more services 
to those already participating in respite programs). 

3. Striving to reduce the length of respite care wait lists and the time to receive services once services are 
applied for (a reduction in wait lists and wait times should be used as outcome measures). 

4. Creating a mechanism for receiving feedback from caregivers on the state of respite care services (it is 
further recommended this mechanism be provided through the Virginia Alzheimer’s Commission AlzPossible 
Initiative website).  

 

Increase funding for 
the Virginia General 
Assembly’s Respite 
Care Initiative for a 

more complete 
coverage  

Encourage local 
level planning for 

increased and 
efficient delivery 

of resources  

Strive to reduce the 
length of respite 

care wait lists and 
the time to receive 

services  

Create a 
mechanism for 

receiving ongoing 
feedback from 

caregivers  
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B)  LONG TERM RECOMMENDATIONS: FOCUS ON STATE PLAN FOR DEMENTIA CARE 
 
Over the past year, the Virginia Alzheimer’s Disease and Related Disorders Commission, chaired by Dr. E. Ayn 
Welleford, conducted five statewide public hearings focusing on aging-related issues in Virginia and with the final 
aim of developing a State Plan for Dementia Care. The meetings were open to anyone with concerns or 
comments and everyone was welcome and encouraged to attend and make their voices heard. These 
“conversations” have provided an opportunity for older Virginians and their families, service providers and local 
businesses, as well as educational and legislative leaders to address the needs of today’s aging population by 
sharing information.  The information gathered in these meetings has been used by the Commission and the 
Department on Aging as part of the overall plan to identify, fund, coordinate, and deliver future services and 
programs for older citizens and their families. 
 
Currently a draft of the State Plan for Dementia Care is being reviewed by the Commission and will be shared 
with Aging Network stakeholders for additional comment.  This plan will serve to advise policy makers, 
legislators, health and human services professionals, and citizens about best practices and strategies as we 
work to better serve individuals with dementias along with their family members, friends, and care providers. 
Once this plan has been developed, the Commission will approach the General Assembly to incorporate it into 
the Commonwealth’s ongoing planning process. 
 
 
 
 
 
 
 
 
Most of the statistics in this report come from 2010: Alzheimer’s Facts and Figures issued by the Alzheimer’s Association or from the 
2004 AARP and National Alliance for Caregiving report titled Caregiving in the US. 
 


