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This issue of Preventing Chronic Disease (PCD) focuses 
on a set of concerns that is likely to challenge the public’s 
creative spirit and resourcefulness for the next 30 years. 
Public health is the science and art of preventing disease, 
prolonging life, and promoting physical and mental health. 
What we are beginning to see is that success in any one 
of these areas raises new challenges and presents new 
problems for us to solve in the other areas. For example, 
advances in science, better nutrition, and improvements in 
health care have allowed people around the world to live 
to unprecedented ages. But this blessing of long life pres-
ents us with a new set of formidable challenges: soaring 
rates of dementia and untreated mental health problems 
among the elderly, a growing burden of chronic illnesses 
that affects our communities, disturbing problems of elder 
abuse, and an unparalleled demand for the services of both 
professional and family caregivers. All progress comes 
with costs and challenges, but in the 21st century we will 
experience this burden on a scale and at a speed that we 
have never seen before. So, we must prepare ourselves.

I am particularly interested in two issues in this unfold-
ing scenario: mental health and caregiving. When address-
ing chronic diseases, we must not forget the importance of 
depression, particularly late-life depression. Depression 
frequently accompanies chronic illnesses, sometimes 
emerging as a result of them and other times acting as 
a risk factor for other illnesses. In either case, depres-
sion substantially and independently increases the risk 
of mortality (1). PCD helped address the issue of mental 
health in its article on The Carter Center Mental Health 
Program (2); in this editorial, I would like to provide some 
comments and reflections on the issue of caregiving.

My interest in caregiving goes back to my childhood. I 
was deeply influenced by how chronic illness affected and 
shaped my family and by the heroic and selfless efforts of 
health care providers, including Jimmy’s mother, Lillian 
Carter. She was among the most dedicated and skilled 
nurses imaginable, and I was in awe of her as I observed 
the expert care she provided. The type of assistance that 
Lillian provided as a nurse is increasingly being provided 
today by family members. In fact, the backbone of our 
country’s long-term, home-based, and community-based 
care systems is the family caregiver. The approximately 15 
million caregivers in the United States provide $306 bil-
lion worth of unpaid services each year (3). That amount 
is almost twice as much as is spent on homecare and nurs-
ing home services combined ($158 billion) (4). The number 
of family caregivers is likely to increase in the upcoming 
years, as is the intensity of these caregivers’ work, not only 
because of our country’s aging population but also because 
of the changing fabric of our family networks. With the 
aging baby boomer population, the life expectancy and 
quality of life in the United States cannot continue to rise, 
or even remain stable, without increasing the burden on 
caregivers. But the strains on our society and on these 
individuals as a result of providing care are becoming 
apparent:

• A 25-year body of research shows that family caregiv-
ers are at risk for a wide range of problems in health 
and mental health, finances, employment, and retire-
ment. For instance, a recent study found that one-third 
of family caregivers of people with dementia were 
depressed (5).

• Caregivers experiencing strain have a 63% higher risk of 
mortality than noncaregivers, even when adjusting for 
chronic disease and other risk factors (6).

• Family caregivers are largely neglected by the health 
and long-term care systems. They frequently are not 
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trained on how to deliver complicated care, not treated 
as partners in the patient’s care, or not encouraged to 
maintain their own health.

• Professional caregivers work under difficult conditions 
and are vulnerable to many of the same problems as 
family caregivers.

• The cost to U.S. businesses attributable to the lost pro-
ductivity of working caregivers is estimated at between 
$17.1 billion and $33.6 billion per year and growing (7).

To address this “caregiving crisis,” all sectors of society 
must come together to develop solutions. A broad and 
coordinated response should address workforce develop-
ment, community planning, and caregiver education and 
support, including regulatory and financing issues, more 
effective use of technology, and development and dissemi-
nation of evidence-based practices in caregiving. Building 
an infrastructure of supports for caregivers will improve 
caregiver effectiveness and reduce the harm, injury, and 
burden that can be associated with caregiving in isolation. 
Most importantly, I believe there must be a fundamental 
shift in how we value and support caregivers.

I have had a unique opportunity to address the care-
giving crisis. With the assistance of many partners, the 
Rosalynn Carter Institute for Caregiving at Georgia 
Southwestern State University in Americus, Georgia, was 
created. Our hope is to play a key role in developing better 
supports for both family and professional caregivers. As 
part of our work, we have developed a network of com-
munity coalitions (CARE-NETS) that provides a forum for 
addressing the needs of caregivers in a concerted and coor-
dinated way. In 2007, we launched a new venture. With 
the support of Johnson & Johnson, the National Quality 
Care Network (NQCN) was formed to serve as a vehicle for 
innovation, dissemination, and networking, and to stimu-
late partnerships for action in our communities. The aim 
of the NQCN is to support a network of stakeholders in 
the United States committed to promoting quality in long-
term, home-based, and community-based care. Working 
together with scientists and leaders from many fields, I am 
very optimistic about our prospects for building communi-
ties of care to address the challenges that come with the 
gift of an aging society. 

For more information about the Rosalynn Carter 
Institute visit www.RosalynnCarter.org * for more infor-
mation about the Rosalynn Carter Institute.
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