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s healthcare providers (HCPs), we
are aware of the demographic shift and increased lon-
gevity that have resulted in a rise of the aging population
in the United States and in many other countries around
the world.! These changes have increased the need for
“informal” caregivers, usually partners or relatives, to
provide assistance to individuals at varying levels of
healthcare need. Unpaid caregiving by partners, family
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members, or even friends remains the main source of
long-term care for older persons worldwide." This care-
giving, usually provided by women, can have an adverse
impact on caregivers’ health, quality of life, economic
stability, and longevity.23

Rising need for caregivers

Increasing longevity, the aging of the large Baby Boomer
generation, and a decline in fertility and subsequent fam-
ily sizes of younger generations have all contributed to
the rising need for informal caregivers amidst a shrinking
pool of prospective younger caregivers. The 65-and-older
population in the U.S. is projected to nearly double over
the next three decades, ballooning from 48 million to

88 million by 2050." Declining fertility levels have been
one of the main propellers of a demographic shift to an
older population; the global fertility rate is near or below
the 2.1 replacement level in all world regions except
Africa.! In 2030, the first wave of Baby Boomers will turn
85, an age when people are twice as likely as those even
a decade younger to need help getting through the day.
However, because of shrinking family sizes over the past
few decades, fewer young or even middle-aged adults
will be available to care for their older relatives in the
years ahead.

Caregiver role as a policy concern

The caregiver role has become a significant public pol-

icy issue that affects healthcare costs, personal losses of

wages and benefits, and stability of the workforce. Of note:

e Women provide the majority of informal care to
spouses, parents, parents-in-law, friends, and neigh-
bors, and they play many roles while caregiving:
hands-on care provider, care manager, friend, compan-
ion, surrogate decision-maker, and advocate.*

e Sixty-five percent of care recipients are female, with an
average age of 69.4 years.*

e The typical caregiver is a woman who works outside
the home and provides 20 hours per week of unpaid
care to her mother.?

e Although men do provide assistance in this regard, fe-
male caregivers may spend as much as 50% more time
than their male counterparts do in providing care.®

o Nearly 60% of today’s family members perform tasks
that were previously handled by nurses, including giv-
ing injections, providing wound care, and operating
special medical equipment. These individuals spend an
average of $7,000 a year of their own money.?

e Family caregivers aged 50+ years who leave the
workforce to care for a parent lose, on average, nearly
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$304,000 in wages and benefits over their lifetime. For
women, this amount—$324,044—is even higher.2

o Family caregivers have been described as America’s
other Social Security. The nation’s healthcare system
would go broke if it had to pay for their work, valued at
$470 billion a year in free care.?

o Workers with eldercare responsibilities comprise all
racial and ethnic groups, including African
Americans (21%), Hispanics (20%), whites
(17%), and Asians (14%).?

e Compared with other demographic
groups, low-income workers, mi-
norities, and women are more
likely to reduce their work hours
or leave the workforce because of
their caregiving role.

Female caregivers are more likely than

male caregivers to report poor health,

especially when they perceive their roles as

difficult or life changing.b Female caregivers are less

likely than male caregivers to see HCPs for their own pre-

ventive healthcare needs. According to the U.S. Depart-

ment of Health and Human Services, female caregivers

are at increased risk for”:

e depression and anxiety;

e aweak immune system;

e obesity;

e chronic disease;

e problems with short-term memory or paying attention;
and

e heart disease.

NPWH is providing leadership by participating in two
coalitions in Washington, DC, that aim to increase aware-
ness of the impact of the female caregiver role: the Coali-
tion for Women's Health Equity® and Healthy at Any Age:
Women'’s Health over 50.

Coalition for Women’s Health Equity

As a key member of this coalition, which comprises about
20 organizations, NPWH participated on the steering
committee for its 2nd Annual Women's Health Empower-
ment Summit. On May 16, 2018, more than 300 women
from across the country met in Washington, DC, to
highlight actionable steps to address inequities that en-
danger women’s health and safety. The summit featured
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National Women’s Law Center President & CEO Fatima
Goss Graves, whose organization administers the TIME'S
UP Legal Defense Fund, and Rep. Raul Ruiz, MD (CA-36).
Samantha Abrams, Executive Director of the March on
Washington Film Festival, served as summit emcee. In
addition to lead sponsor Hadassah, the Women'’s Zionist

Organization of America, Inc., the American Heart
Association and Women Against Alzheimer’s
were key in focusing attention on policy
briefings, scientific advances, financial
implications of disease, and the di-
rect impact of policy and advocacy
work.

As a participating organization
on the steering committee for the
summit, NPWH helped organize a
speaker panel, Caregiving Across

the Lifespan: the Disparate Impact
of Caregiving on Women and Oppor-
tunities for Change. Panel members dis-
cussed the burden and opportunities pre-
sented by caregiving and legislation that would
require the government to develop strategies to recog-
nize and support family caregivers. As a panel member
representing NPWH, | was honored to speak as both a
women'’s health nurse practitioner who provides health-
care to many informal caregivers and a daughter of two
96-year-old parents living in partially assisted care. As
an NPWH member, | was able to speak directly to the
impact on the female caregiver, the invisibility of the
issue, and the gap in our healthcare system to recognize
and assess the caregiver status of patients, as well as the
impact that being a caregiver has on women’s health.
The importance of advocating for our patients who are
caregivers to practice self-care and disease prevention
was stressed. All women who serve as caregivers were
encouraged to describe their caregiver roles to their
HCPs at health visits.

This event was streamed live on Facebook and gen-
erated a lot of Twitter activity among the organizations
(#HealthEquity4Her and #NWHW). More information
about the other speakers and the summit itself is avail-
able here”,

Healthy at Any Age: Women’s Health over 50
Coalition

Gay Johnson, CEO of NPWH, described the second
Healthy at Any Age summit in her message” in the June
2018 issue of Women'’s Healthcare. The Healthy at Any
Age: Women's Health over 50 Coalition takes a broad
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view of women’s health issues as they age, and is launch-
ing the National Older Women's Health Agenda. This
agenda includes health issues related to women as care-
givers and the adverse impact of caregivers’ long-term
neglect of their own health.? Caregiver-related topics of
pay, respite care, mental and physical health, and medi-
cation management are considered opportunities for im-
proving healthcare for older women. NPWH will lead the
coalition’s communications and meetings and will recruit
select public, private, and nonprofit organizations to join
the founders. The ongoing journey of the coalition is to
unite diverse sectors, share resources, and create strate-
gies that advance the health and well-being of older U.S.
women for decades to come.

Healthcare providers are encouraged to bring the care-
giver role into the health assessment visit with a few
simple steps:

1) Ask questions. Listen to their stories.

e During health exams, ask women about their caregiver
role and its effects on their physical and mental health.

e Be aware of the known increased health risks for
caregivers.

e Inquire about the number of hours per week that
they spend in caregiving.

o Assess their stress level and quality of life.

o Assess their support system.

o Be aware that caregiving does not necessarily exert
an adverse impact on every caregiver’s life.

2) Promote and support caregivers’ self-care.

e Teach self-care practices and the signs of caregiver
burnout.
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e Encourage maintaining regular healthcare visits and
preventive screenings.
o Utilize patient education tools and community re-
sources:
« Family Caregiver Alliance:
« Office on Women's Health. Caregiver Stress fact
sheet:

« American Heart Association. Caregivers: Be Realis-
tic, Think Positive:

3) Increase your knowledge of health policy and the role
of caregivers.

e Become familiar with the Concentrating on High-
Value Alzheimer’s Needs to Get to an End (CHANGE)
Act of 2018, which, if passed, would address the care
needs of patients and their caretakers, including
creating a coverage and payment model that offers
family caregivers evidence-based training and certifi-
cation specific to dementia care.

e Learn about the newly enacted Recognize, Assist,
Include, Support and Engage (RAISE) Family Caregiv-
ers Act, which provides a framework for public and
private sector stakeholders to develop and execute a
national caregiving strategic action plan.

« As family caregiver advocates for 40 years, the
Family Caregiver Alliance recognizes passage of
the federal RAISE Family Caregivers Act as critical
to the creation of a strategy to acknowledge and
aid unpaid family caregivers on a national level.
The RAISE Act is an important step toward more fully
recognizing the impending crisis in caregiving as the
aging population continues to grow. As improved
guidelines and policies develop from the legislation,
funding will be required to relieve the 2015 AARP
estimate of $470 billion in unpaid care and the 2016
AARP estimate of $7,000 in out-of-pocket expenses
provided annually by family caregivers.

Understand that better federal coordination across
agencies and initiatives can further the recognition
and support of unpaid family caregivers and has the
possibility of large-scale change in payment and ser-
vice delivery systems.

Research and public discourse on the caregiver role
and its specificimpact on women must remain a focus
of national and local community attention. Women's
(continued on page 50)
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to underserved members of the community. This pro-
gram has enriched my career by affording me the oppor-
tunity to guest-lecture on the WHNP role in survivorship
care. My lectures are presented to graduate students in
women’s health and nurse midwifery at our affiliated Col-
lege of Nursing at The Ohio State University.

When | started my WHNP education, | did not imagine
myself as a WHNP in breast oncology; now | am very proud
to serve in this capacity. My WHNP education—particu-
larly my training in breast pathophysiology, breast health
assessment and risk assessment, management of breast
disorders, pharmacology, EBP, and patient-centered
care—provided the foundation | needed to navigate this
specialty role. | have learned so much, both personally and
professionally, since | started in my position, and | am hum-
bled by the fact that | have a lot of learning left to do in this
fast-paced, information-exploding specialty.

| admit that working in oncology can sometimes be emo-
tionally taxing. However, the privilege of being a part of my
patients’ journeys and helping them through some of the
toughest moments of their lives is what makes my job so re-
warding. | am passionate about taking care of these patients
and | cherish the relationships | have built with them.

These connections are the threads that tie all of us to-

gether as WHNPs. Whether we work in a general Ob/Gyn
practice or a breast cancer clinic, at the end of the day,
caring for our patients is what we all have in common
and why we keep doing what we do. [

Caitlyn E. Hull is a women’s health nurse practitioner
specialist at the Stefanie Spielman Comprehensive
Breast Center and Randee L. Masciola is an Assistant Pro-
fessor at The Ohio State University, College of Nursing,
and an actively practicing women'’s health nurse prac-
titioner, both in Columbus, Ohio. The authors state that
they do not have a financial interest in or other relation-
ship with any commercial product named in this article.
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healthcare providers can increase the visibility of the
issue through comprehensive assessment in health ex-
ams, promotion of education, and provision of support
resources for their caregiving patients, as well as increase
public policy awareness and action. [

Diana M. Drake is Clinical Associate Professor and
Specialty Coordinator of the DNP WHNP Program at
the University of Minnesota School of Nursing and
Program Director for Integrative Women'’s Health at
the Women's Health Specialists Clinic, both in Min-
neapolis. She is Chair of the NPWH Policy Commit-
tee and Chair Elect of the NPWH Board of Directors.

References

1. United States Census Bureau. U.S. Population Aging
Slower than Other Countries, Census Bureau Reports.
March 28, 2016. census.gov/newsroom/press-
releases/2016/cb16-54.html

2. AARP Public Policy Institute. Understanding the Impact
of Family Caregiving on Work. October 2012.
aarp.org/content/dam/aarp/research/public_policy_
institute/ltc/2012/understanding-impact-family-
caregiving-work-AARP-ppi-ltc.pdf

50  September 2018 Women's Healthcare

3. Roth DL Fredman L, Haley WE. Informal caregiving
and its impact on health: a reappraisal from popula-
tion-based studies. Gerontologist. 2015;55(2):309-319.

4. Family Caregiver Alliance. Caregiver Statistics: Demo-
graphics. 2016. caregiver.org/caregiver-statistics-
demographics

5. Family Caregiver Alliance. Online Resources for More
Information. caregiver.org/online-resources-more-
information

6. American Heart Association/American Stroke Associ-
ation. newsroom.heart.org/news/wednesday-news-
tips-2826602

7. U.S. Department of Health and Human Services. Office
on Women’s Health. womenshealth.gov/a-z-topics/care-
giver-stress

8. Coalition for Women’s Health Equity website. hadassah.
org/advocate/coalition-for-womens-health.html

9. American Heart Association. Caregivers: Be Realistic,
Think Positive. Last reviewed June 2017. heart.org/
HEARTORG/Support/Caregivers-Be-Realistic-Think-
Positive_UCM_301771_Article.jsp#.WzIlnWi2ZNhE

. hadassah.org/advocate/womens-health-empowerment-2018.html
. npwomenshealthcare.com/wp-content/uploads/2018/06/
WHNPO0618_NPWH_News.pdf

= >

NPWOMENSHEALTHCARE.cOm


http://NPWomensHealthcare.com
http://hadassah.org/advocate/womens-health-empowerment-2018.html
http:// npwomenshealthcare.com/wp-content/uploads/2018/06/WHNP0618_NPWH_News.pdf
http:// npwomenshealthcare.com/wp-content/uploads/2018/06/WHNP0618_NPWH_News.pdf

