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Who Are the Caregivers?

• �40 million family members, partners, or friends 
About 40 million family members, partners, or friends 
in the United States provide an estimated 37 billion 
hours of care to adults with self-care needs (AARP 
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What Distinguishes Exceptional Caregiving? 

To illustrate the distinguishing characteristics of exceptional caregiving of 
adults, elders, and children, the chart below compares it to the care provided 
while raising a typically developing, healthy child.

In 1900, the average life  

expectancy at birth was 47 years 

and only 4% of the population 

was aged 65 or older. Today,  

the average life expectancy at 

birth is 78.7  years and the  

percentage of the population 

aged 65 or older has  

risen to 15%.

By 2035, adults ages 65 and 

older are projected to outnumber 

children under the age of 18 for 

the first time in U.S. history.

— U.S. CENSUS BUrEAU, 2018;  
WOrLD BANK, 2015;  

POpULATION REfErENcE BUrEAU, 2016

Typical Child Care Exceptional Care

Constant care that diminishes over 
the years

Constant care that escalates over 
the years

Extraordinary input of time and 
energy

Extraordinary input of time and 
energy

Easier as time goes by Harder as time goes by

Few interruptions are emergency-
driven

Many interruptions are emergency-
driven

Child grows increasingly  
independent

Individual grows increasingly  
dependent, or never develops  
independence

Requires some caregiver and family 
lifestyle adjustments

Requires numerous caregiver and 
family lifestyle adjustments

Challenges and successes are easily 
shared in casual conversations with 
friends and colleagues

Challenges are rarely shared in 
casual conversations except with the 
closest of friends and colleagues; 
successes are fewer and farther 
between

Caregiving creates heightened  
exposure to the satisfaction and joy 
of celebrating lifetime achievements

Caregiving creates heightened  
exposure to illness, hospitalization, 
and even death

 
Additional Challenges of Exceptional Caregiving

Navigating the healthcare system

Researching and making complex legal and financial decisions

Locating and applying for federal and state programs

Understanding the rights of children with disabilities in the school system

Understanding the rights of people with disabilities in the workplace

Depending on others for information, support, and services

Affording the cost of care

Obtaining a flexible work schedule

Having time for self and respite 
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The Exceptional Caregiver on the Job

• �60% of caregivers—24 million individuals—are em-
ployed (56% full-time and 41% part-time) while provid-
ing care (AARP Public Policy Institute, 2016; National 
Alliance for Caregiving and AARP, 2015).

• �70% report that caregiving responsibilities have af-
fected their work. Those with the most intense care 
responsibilities report much higher levels of work ad-
justments (National Alliance for Caregiving and AARP, 
2015) including: 

–� �Reduced work hours or took a less demanding 
job (25% of individuals with intensive caregiving 
responsibilities, 10% of those caregiving 20 hours 
or less per week)

– �Gave up work entirely (12%, 4%)

– �Retired early (8%, 3%) 

– �Turned down promotion (4%, 14%) (National Alli-
ance for Caregiving and AARP, 2015)

• �Parents of children with developmental disabilities are 
less likely to remain in paid employment and more 
likely to work part-time, to earn less money, and to 
reduce work hours when compared with parents of 
typically developing children (Rosenzweig et al., 2008).

• �Caregivers age 50 and older who leave the workforce 
to care for a parent lose, on average, nearly $304,000 
in wages and benefits over their lifetime (AARP Fact 
Sheet 2012).

Cancer and Careers

73% of cancer patients and survivors want to work, 
and 69% agreed that work aids in treatment and 
recovery (Cancer and Careers, 2015). Work is a way 
for cancer patients and survivors to feel normal and 
maintain their identity; however working as a patient 
or survivor comes with challenges (Cancer and Ca-
reers, 2015).

Employees with cancer (or employee caregivers) want 
to remain engaged at work as much and as normally 
as possible; however, they are often overwhelmed 
with insurance claims and responsibilities.

• �They need time off for treatment without losing pay

• �They need flexible schedules with intermittent part-
time or work-at-home options

Whether employees are dealing with their own cancer 
or caring for loved ones, employers represent vital 
lifelines. Employers can support employees and their 
families in many ways, including:

• �Offering alternative options to continue employ-
ment

• �Maintaining compensation and/or offering paid 
time off

• �Providing access to resources

• Helping navigate health insurance

• �Training managers on how to support employees 
and workgroups

• �Providing flexibility and encouraging managers to 
offer options

• �Sustaining professional development opportunities

Benefits of these accommodations for employers 
include:

• Retaining a valued employee (90%)

• �Increasing the employee’s productivity (72%)

• �Avoiding the costs of training a new employee 
(60%)

• �Increasing the employee’s attendance (55%)  
(cancerandcareers.org)

For more information and resources visit  
http://www.cancerandcareers.org/ 

“Since co-authoring the original briefing 10 years ago, the 

complexity of exceptional caregiving and its demands on 

employed caregivers remain. At the same time, awareness 

of the impact of caregiving on individuals, society and the 

workplace has increased. In 2018, the bi-partisan RAISE 

(Recognize, Assist, Include, Support, and Engage) Family 

Caregivers Act was signed into law to develop and maintain 

a national strategy to recognize and support family caregiv-

ers. And more employers are providing enhanced caregiver 

support through expanded health insurance coverage for 
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Caregiving for Children with Special Needs

More families – one in five households with children – 
are raising children with chronic physical, developmental, 
behavioral or emotional conditions that require special 
health care services (Health Resources and Services Ad-
ministration, 2018). This is due to the growing incidence 
of some conditions such as autism, attention deficit 
hyperactivity disorder (ADHD), and asthma, as well as 
the improved survival of children with conditions such 
as cystic fibrosis and congenital heart disease. Seven in 
ten caregivers of children with special needs indicate they 
were employed at some point while they were caregiving 
(National Alliance for Caregiving and AARP, 2009).

• �20% of youth ages 13-18 live with a mental illness. 
11% of youth have a mood disorder; 10% a behavior 
or conduct disorder; 8% an anxiety disorder (National 
Alliance on Mental Illness, 2018).

• �Attention deficit hyperactivity disorder (ADHD) is char-
acterized by inattention, hyperactivity, and impulsivity. 
An estimated 9% of children ages 3-17 have ADHD 
(National Alliance on Mental Illness, 2015).

• �Suicide is the third leading cause of death in youth ages 
10-24. 90% of those who died by suicide had an underlying 
mental illness (National Alliance on Mental Illness, 2018).

• �Type 1 Diabetes in children requires consistent care 
and daily management of the condition (Mayo Clinic, 
2017). During 2011-2012, an estimated 17,900 children 
and adolescents younger than age 20 were newly diag-
nosed with type 1 diabetes in the United States (CDC 
National Diabetes Statistics Report, 2017).

“There is much talk about Exceptional Caregiving but 

very little as it relates to The Invisible 9%; the approxi-

mate 9% of the workforce who is caring for a child or 

other dependent with special needs.  These dedicated 

employees are often invisible relative to their unique 

issues because many fear to disclose.  Many purposely 

don’t place photos of their child with special needs on 

their desk, don’t participate in Take Our Daughters 

and Sons to Work Day or other business-related events.  

When these parents do disclose, issues related to  

employee health benefits, job mobility, promotion, and 

others begin to surface which are often misunderstood.”

— NADINE VOGEL, CEO, SprINGbOArD CONSULTING, LLC

“Because of my employer’s flexible work environment, I 

was able to return to work and still diligently take care 

of and manage my daughter’s chronic disease (Type 1 

Diabetes).  Having that flexibility allows me to respond 

to the unpredictability of her disease and enables me 

to field daily phone calls from school nurses and from 

my daughter, as well as attend doctor’s visits regularly. 

A flexible work culture can ease the stress of managing 

chronic illnesses, knowing that you are supported and 

can take the time needed to respond to family health 

issues.”

— FIScAL SpEcIALIST AND wOrKING MOM

Time Spent on Caregiving

• �On average, caregivers provide 20 hours of care per 
week. 13% of family caregivers are providing 40 hours 
or more of care a week (National Alliance for Caregiv-
ing and AARP, 2009).

• �55% of current family caregivers expect to continue 
to have some caregiving responsibility in the next five 
years (National Alliance for Caregiving and AARP, 
2015).

Family Responsibilities Discrimination

Family Responsibilities Discrimination (FRD), also 
called caregiver discrimination, is employment 
discrimination against workers based on their family 
caregiving responsibilities. While most family respon-
sibilities discrimination plaintiffs are women, men are 
increasingly facing family responsibilities discrimina-
tion in the workplace as they care for their families.

Family responsibilities discrimination affects employ-
ees of every income level and in every industry. Cases 
have included those in low-wage jobs (grocery clerks, 
nurses’ aides), pink-collar jobs (administrative assis-
tants, teachers), blue-collar jobs (police, firefighters), 
and professional/managerial jobs (lawyers, doctors, 
executives).

— C
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