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Fact Sheet: 
Caregiving 

Introduction 
Caregiving takes many forms. Many of 
us help older, sick, or disabled family 
members and friends every day. We 
know we are helping, but we don't think 
of ourselves as caregivers. We are glad 
to do this and feel rewarded by it, but if 
the demands are heavy, over time we 
can also become exhausted and 
stressed. We think we should be able to 
handle caregiving roles on top of busy 
work and family schedules and begin to 
feel guilty and depressed as our stamina 
wanes. 

About 44 million Americans provide 37 
billion hours of unpaid, "informal" care 
each year for adult family members and 
friends with chronic illnesses or 
conditions that prevent them from 
handling daily activities such as bathing, 
managing medications or preparing 
meals on their own. Family caregivers, 
particularly women, provide over 75% of 
caregiving support in the United States. 
In 2007, the estimated economic value 
of family caregivers' unpaid 
contributions was at least $375 billion, 
which is how much it would cost to 
replace that care with paid services.1 

Caregiving: A Universal 
Occupation 
Who Are Caregivers? 

The short answer is most of us, at some 
point in our lives. Caregivers are 

daughters, wives, husbands, sons, 
grandchildren, nieces, nephews, 
partners and friends. While some people 
receive care from paid caregivers, most 
rely on unpaid assistance from families, 
friends and neighbors. 

Caregivers manage a wide range of 
responsibilities. In your family, for 
example, are you the person who: 

• Buys groceries, cooks, cleans 
house or does laundry for 
someone who needs special help 
doing these things? 

• Helps a family member get 
dressed, take a shower and take 
medicine? 

• Helps with transferring someone 
in and out of bed, helps with 
physical therapy, injections, 
feeding tubes or other medical 
procedures? 

• Makes medical appointments and 
drives to the doctor and 
drugstore? 

• Talks with the doctors, care 
managers and others to 
understand what needs to be 
done? 

• Spends time at work handling a 
crisis or making plans to help a 
family member who is sick? 

• Is the designated "on-call" family 
member for problems? 
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In small doses, these jobs are 
manageable. But having to juggle 
competing caregiving demands with the 
demands of your own life on an ongoing 
basis can be quite a challenge. 

With the 65+ age group expected to 
double to 70 million people by 2030,2 
family caregivers increasingly provide 
care for aging parents, siblings, and 
friends, most of whom have one or more 
chronic conditions3 and who wish to 
remain in their own homes and 
communities as they age.4 Others 
belong to the "sandwich generation," 
caring for children and parents at the 
same time. 

Caregiving roles and demands are 
impacted by a number of other factors, 
including: 

• Type of illness. Caring for 
someone with Alzheimer's 
disease, other dementias, or 
other brain-impairing disorders 
can be more stressful than caring 
for someone with a physical 
impairment. Caring for someone 
with a cognitive disorder can be a 
24/7 job due to the 
unpredictability of the care 
recipient's behavior.5 

• Long-distance caregiving. 
Long-distance caregiving is 
usually defined as care provided 
by a caregiver living more than 
an hour away from the care 
recipient. Caring from a distance 
is difficult both emotionally and 
logistically and is most common 
in situations where adult children 
and their parents do not live in 
the same area. In these cases, 
the caregiver's role is not as 
much "hands-on" as it is 
gathering information about 

available resources, coordinating 
services and putting together a 
"team" of family, friends and paid 
help that can meet the care 
recipient's needs. 

• Urban versus rural settings. 
Caregivers living in rural settings 
face unique challenges. These 
include fewer available formal 
services, fewer physicians and 
health education services, 
transportation difficulties, weather 
problems in winter, geographic 
distance and isolation.6 

• Different cultural approaches 
to caregiving. The United States' 
great diversity means that 
families bring their own histories, 
traditions and rituals to 
caregiving. In many cultures, 
there are family expectations 
about the caregiving roles of 
adult children; this is especially 
true in cultures where daughters 
or daughters-in-law are expected 
to assume the primary caregiver 
role for aging parents. 

For some people, caregiving occurs 
gradually over time. For others, it can 
happen overnight. Caregivers may be 
full- or part-time; live with their loved one 
or provide care from a distance. 
Caregivers provide a wide range of 
services, from simple help such as 
grocery shopping, to complex medical 
procedures. For the most part, friends, 
neighbors, and most of all, families, 
provide–without pay–the vast majority of 
healthcare in this country. 

First Steps: Help for New Caregivers 
 
It is easy to become overwhelmed as a 
new caregiver. Five steps that can help 
are: 
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• Start with a diagnosis. Learning 
about a family member's 
diagnosis helps caregivers 
understand the disease process 
and plan ahead realistically. 

• Talk about finances and 
healthcare wishes. Having 
these conversations can be 
difficult, but completing Durable 
Powers of Attorney for finances 
and healthcare can help relieve 
anxiety and better prepare for the 
future. 

• Consider inviting family and 
close friends to come together 
and discuss the care needed. If 
possible, it's helpful to include the 
care recipient in this meeting. 
This meeting gives caregivers a 
chance to say what they need, 
plan for care and ask others for 
assistance. 

• Take advantage of community 
resources such as Meals on 
Wheels and adult day 
programs. These resources help 
relieve the workload and offer a 
break. Look for caregiver 
educational programs that will 
increase knowledge and 
confidence. 

• Find support. The most 
important thing is for caregivers 
to not become isolated as they 
take on more responsibility and 
as social life moves into the 
background. Online and in-
person groups can be very 
helpful in connecting with others 
in the same circumstances. 
Caregivers can call Family 
Caregiver Alliance at (800) 445-
8106 to learn about local 
services, or visit 

www.caregiver.org, and click on 
"Family Care Navigator." 

Caregiving in the U.S. 
Data from many studies and reports 
reveal the following information about 
caregivers: 

• The "typical" U.S. caregiver is a 
46-year-old woman who works 
outside the home and spends 
more than 20 hours per week 
providing unpaid care to her 
mother.7 Most caregivers are 
married or living with a partner.8 

• While caregivers can be found 
across the age span, the majority 
of caregivers are middle-aged 
(35-64 years old).9 

• Most caregivers are employed. 
Among caregivers age 50-64 
years old, an estimated 60% are 
working full or part-time.10 

• Studies show that ethnic minority 
caregivers provide more care 
than their white counter-parts11 
and report worse physical health 
than white caregivers.12 

• Many caregivers of older people 
are themselves elderly. Of those 
caring for someone aged 65+, the 
average age of caregivers is 63 
years with one third of these 
caregivers in fair to poor health.13 

• Nearly half of caregivers provide 
fewer than eight hours of care per 
week, while nearly one in five 
provide more than 40 hours of 
care per week.14 A statewide 
California study of caregivers of 
adults with cognitive disorders 
such as Alzheimer's showed that 
caregivers provided an average 
of 84 hours of care per week, the 

https://www.caregiver.org/
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equivalent of more than two full-
time jobs.15 Older caregivers 
often spend the most hours 
providing care16 and the amount 
of time spent caring increases 
substantially as cognitive 
impairment worsens.17 

• Caregiving can last from less 
than a year to more than 40 
years. In a 2003 study, 
caregivers were found to spend 
an average of 4.3 years providing 
care. Older caregivers (50+) are 
more likely to have been 
caregiving for more than 10 years 
(17%).18 

• Most caregivers live near the 
people they care for. Eighty-three 
percent of caregivers care for 
relatives, with 24% living with the 
care recipient, 61% living up to 
one hour away, and 15%—or 
about 7,000,000 caregivers—
living a one- to two- hour drive or 
more away.19 

Effects of Caregiving 
Impact on Physical and Emotional 
Health 

Recent medical advances, shorter 
hospital stays, increasing life spans with 
better management of chronic illnesses, 
limited discharge planning, a shortage of 
homecare workers, and the expansion 
of home care technology have 
increased the caregiving responsibilities 
of families. Family caregivers are being 
asked to shoulder greater burdens for 
longer periods of time. In addition to 
more complex care, conflicting demands 
of jobs and family, increasing economic 
pressure, and the physical and 
emotional demands of long-term 

caregiving can result in major health 
impacts on caregivers.20 

Over all, caregivers who experience the 
greatest emotional stress tend to be 
female. They are at risk for high levels 
of stress, frustration, anxiety, exhaustion 
and anger, depression, increased use of 
alcohol or other substances, reduced 
immune response, poor physical health 
and more chronic conditions, neglecting 
their own care and have higher mortality 
rates compared to noncaregivers.21 

In addition, most caregivers are ill-
prepared for their role and provide care 
with little or no support;22 yet more than 
one-third of caregivers continue to 
provide intense care to others while 
suffering from poor health themselves.23 
An influential factor in a caregiver's 
decision to place an impaired relative in 
a long-term care facility is the family 
caregiver's own physical health.24 

Financial Issues 

Long term caregiving has significant 
financial consequences for caregivers, 
particularly for women. Informal 
caregivers personally lose about 
$659,139 over a lifetime: $25,494 in 
Social Security benefits; $67,202 in 
pension benefits; and $566,443 in 
forgone wages. 

Caregivers face the loss of income of 
the care recipient, loss of their own 
income if they reduce their work hours 
or leave their jobs, loss of employer-
based medical benefits, shrinking of 
savings to pay caregiving costs, and a 
threat to their retirement income due to 
fewer contributions to pensions and 
other retirement vehicles.25 
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Work and Eldercare 

Caregiving also has a substantial impact 
on business. Lost productivity due to 
informal caregiving costs businesses 
$17.1 billion annually.26 Absenteeism, 
replacing employees who quit in order to 
provide care and other caregiving-
related activities also have serious 
financial consequences to employers. 
For instance 

• The cost to businesses to replace 
women caregivers who quit their 
jobs because of their caregiving 
responsibilities has been 
estimated at $3.3 billion. 

• Absenteeism among women 
caregivers due to caregiving 
responsibilities costs businesses 
almost $270 million. 

• The cost to businesses because 
of partial absenteeism (e.g., 
extended lunch breaks, leaving 
work early or arriving late) due to 
women's caregiving has been 
estimated at $327 million. 
Caregiving-related workday 
interruptions add another $3.8 
billion to the burden borne by 
businesses.27 

Working caregivers often suffer many 
work-related difficulties due to their 
"second careers" as caregivers. Sixty-
seven percent of family caregivers 
report conflicts between caregiving and 
employment, resulting in reduced work 
hours or unpaid leave.28 

The importance of eldercare is now 
recognized by a growing number of 
employers, with movement toward more 
flexible work schedules, "cafeteria style" 
benefits, in-house support groups, and 
education, information, and referrals 

provided through employee assistance 
programs. 

Policy changes have also supported 
family caregivers. Companies with 50 or 
more employees must comply with the 
Family and Medical Leave Act (FMLA), 
which allows for up to 12 weeks of 
unpaid leave to care for a seriously ill 
parent, spouse or child, while protecting 
job security. Smaller firms can use the 
FMLA guidelines to provide support for 
individual employees. Paid Family 
Leave (PFL) provides workers with a 
maximum of six weeks of partial pay 
each year while taking time off from 
work to care for a seriously ill parent, 
child, spouse or registered domestic 
partner, and has been instituted in 
several states, including California. 
Policy changes that could also benefit 
family caregivers include paid sick leave 
that can be used by employees for 
themselves or to care for family 
members and expanding FMLA beyond 
immediate family members to include 
care for siblings, in-laws and 
grandparents.29 

Legal Issues 

It is important to make legal 
preparations in the event a parent 
becomes cognitively impaired. Typical 
concerns include who will manage the 
confused person's money, who will 
make important health care decisions 
and how to plan for long-term care. 

An attorney can help plan for the 
financial aspects of long-term care 
needs, assist with surrogate decision-
making tools such as the durable power 
of attorney (DPA) and a durable power 
of attorney for health care (DPAHC), 
and provide guidance in obtaining a 
conservatorship should the care 
recipient lack the capacity to make 
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decisions. A conservatorship provides 
the legal authority to manage a person's 
finances, estate, personal affairs, assets 
and medical care.30 

The Need for Support 
Because of the multi-faceted role that 
family and informal caregivers play, they 
need a range of support services to 
remain healthy, improve their caregiving 
skills and remain in their caregiving role. 
Support services include information, 
assistance, counseling, respite, home 
modifications or assistive devices, 
caregiver and family counseling, and 
support groups. While many services 
are available through local government 
agencies, service organizations, or faith-
based organizations, employers' 
programs also can mitigate the impact 
that caregiving can have on workers. 

Services that improve caregiver 
depression, anxiety and anger benefit 
both the caregiver and the care 
recipient.31 Evidence also shows that 
caregiver support delays or prevents 
nursing home placement; people with 
moderate dementia have been able to 
defer placement by nearly 1.5 years 
when their family members receive 
caregiver services, including counseling, 
information and ongoing support.32  

Policy Implications 
Family caregiving is the backbone of the 
United States' long-term care system as 
well as the core of what sustains frail 
elders and adults with disabilities, yet 
caregivers often make major sacrifices 
to help loved ones remain in their 
homes. A federal investment in family 
caregiver support is needed now more 
than ever. 

A national agenda is needed that: 

• Supports the National Family 
Caregiver Support Program 
(NFCSP) to provide caregivers 
with information and assistance, 
counseling, support groups, 
respite, caregiver training and 
limited supplemental services. 

• Funds Lifespan Respite Care so 
that family caregivers can take a 
break from the demands of 
providing constant care 

• Expands the Family and Medical 
Leave Act (FMLA) and paid leave 
policies to increase financial 
support for workers providing 
essential care for family 
members. 

• Promotes financial incentives, 
career advancement, geriatric 
education and training, and long-
term care policies to expand the 
geriatric care workforce. 

• Enacts legislation providing 
refundable tax credits for family 
caregivers to defray long-term 
care costs and compensate for 
expenses that family and informal 
caregivers at all income levels 
incur. 

• Strengthen Social Security by 
recognizing the work of family 
caregivers who leave the 
workforce to provide full-time 
support and care for an ill, 
disabled or an elderly family 
member. 

Conclusion 
With the dramatic aging of the 
population, we will be relying even more 
on families to provide care for their 
aging parents, relatives and friends for 
months and years at a time. Yet, the 
enormous pressures and risks of family 
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caregiving—burnout, compromised 
health, depression and depletion of 
financial resources—are a reality of 
daily life for millions of American families 
and pose great strain on family 
caregivers, many of whom are 
struggling to balance work and family 
responsibilities. 
Families need information and their own 
support services to preserve their critical 
role as caregivers, but frequently they 
do not know where to turn for help. 
When they do seek assistance, many 
community agencies cannot provide 
adequate supports due to funding 
constraints and outdated policies. The 
federal government can help by taking 
steps to ensure that all family caregivers 
have access to caregiver assistance 
and to practical, high quality, and 
affordable home and community-based 
services. These are tough economic 
times, but supporting family caregivers 
is one of the most cost-effective long-
term care investments we can make. As 
long as caregivers are able to provide 
care, they are often able to delay costly 
nursing home placements and reduce 
reliance on programs like Medicaid. 
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Resources 
Southern Caregiver Resource Center 
891 Kuhn Drive, Ste. 200 
Chula Vista, CA 91914 
(858) 268-4432 | (800) 827-1008 (in CA) 
E-mail: scrc@caregivercenter.org 
Website:  www.caregivercenter.org  
The Southern Caregiver Resource 
Center offers services to family 
caregivers of adults with chronic and 
disabling health conditions and is for 
residents of San Diego and Imperial 
counties. Services include information 
and referral, counseling, family 
consultation and case management, 
legal and financial consultation, respite 
care, education and training, and 
support groups. 

Family Caregiver Alliance 
National Center on Caregiving 
(415) 434-3388 | (800) 445-8106 
Website: www.caregiver.org  
E-mail: info@caregiver.org  

Family Caregiver Alliance (FCA) seeks 
to improve the quality of life for 
caregivers through education, services, 
research and advocacy. FCA’s National 
Center on Caregiving offers information 
on current social, public policy and 
caregiving issues, provides assistance 
in the development of public and private 
programs for caregivers, publishes 
timely reports, newsletters and fact 
sheets, and assists caregivers 
nationwide in locating resources in their 
communities. 

Fact Sheets 

Alzheimer’s Disease & Caregiving 
Caregiver Health 
Caregiver’s Guide to Understanding 
Dementia Behaviors 
Is This Dementia & What Does It Mean? 
Legal Issues in Planning for Incapacity    
Taking Care of YOU: Self-Care for 
Family 
Women and Caregiving: Facts and 
Figures 
Work and Eldercare 

Eldercare Locator 
www.eldercare.gov  

Medicare 
www.medicare.gov   

AGIS 
www.agis.com    

AARP 
www.aarp.org 
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