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CAREGIVER’S PERSPECTIVE
MaryAnne Sterling and Geri Lynn Baumblatt

The Hidden Health Crisis: What Family Caregivers
Want You to Know

MaryAnne’s Story
I looked at the diagnostic specialist and
burst into tears. She had seen other
women like me and knew what was
wrong with my shoulder. Finally, after
14 months of being tossed between physicians, specialists, and physical therapists and many misdiagnoses, I had an
answer: frozen shoulder. It explained the
extreme pain in my shoulder along with
the stiffness and inability to move the
shoulder joint. This condition takes 1 to
3 years to resolve, and there is little that
can be done to relieve the pain or force
the shoulder to move. It mainly affects
people ages 40 to 60, and women more
often than men.
Ironically, the demographic I just mentioned also matches the demographic
of the majority of family caregivers in
the United States. Coincidence? I don’t
think so. During my journey with this
condition, one question has popped up
over and over: “Are you under a lot of
stress?” “No more than usual,” I would
respond, thinking back on multiple
decades and three of the four parents I
shared with my husband experiencing
dementia.
But as those 14 months had dragged
on, I often thought about my mom.
She was my dad’s primary caregiver
for 14 years before his death in 2001.
After that point her health had quickly
gone downhill, and she developed new
chronic conditions and old ones worsened. I’ve always considered caregiving
the culprit.
The Caregiving Journey
If you’re wondering, a 14-year caregiving journey is not unusual: 12% to 15%
of the time, caregiving lasts 10 years or
longer, and the median duration is 5
years. The truth is, my frozen shoulder
began after many years of stressful caregiving for my mom, which ended when
she died in 2016. It didn’t take a rocket
scientist to make the connection that I
had been under long-term duress and
it had taken a toll on me beyond just
“chronic stress.”
And it’s not just women in their 50s.
Consider that 10% of caregivers are aged
75 and older, about one in four are
millennials, and at least 1.3 million are
young caregivers aged 8 to 18. In fact,
the Gates Foundation reported that 22%
of high school dropouts say they left
to care for a family member. Across all
these groups, 15% care for more than
one person.
In fact, when somber advocates and
journalists talk about the negative health
impacts of caregiving, they often make

urgent pleas for caregivers to “take care
of yourselves.” Sadly, this conflicts with
reality for many of us, who find it next to
impossible to reduce the stress of providing care and interface with our complex
health care system — which takes a tremendous amount of time, energy, and
financial resources, actually compounding
the stress. We simply don’t have enough
support.
So where does this stress come from?
If you have not been a caregiver for an
aging parent or grandparent, you may be
surprised. Caregiving responsibilities can
begin long before you are actually caring
for someone in your home and continue
long after they transition to a long-term
care facility (for those who do). The
physical burdens of caregiving are often
eclipsed by the emotional roller coaster
that ends in guilt.
For many of us, the guilt of having to
place a parent in a nursing home is overwhelming. We know the quality of their
care will not be the same, and it won’t
be provided with the same loving compassion. We feel guilty when we learn
in the phone calls that inevitably come
at 3 a.m. that our parent has fallen and
broken an arm or ribs, and we wonder if
we could have prevented it had they just
been in our care.
But we’ve had to make these tough
decisions. We can’t stay home to care for
our parents because we have to work to
feed our families and avoid bankruptcy.
The stress soon becomes a tidal wave.
Stories From the Front Lines
We reached out to several current and
former caregivers for a litmus test of their

health since they became caregivers. The
responses were grim. They told stories of
being healthy before they began caregiving, only to develop multiple chronic
conditions, depression, sleep deprivation, even complicated conditions
requiring surgery due to the relentless
stress of caregiving.
Here are their own words:
“I stayed too late at the hospital and
drove home tired. I totaled the car and
didn’t tell my kids for 2 weeks for fear
they wouldn’t let me stay late to watch
over my husband in the long-term acute
care facility.”
“In the last year of [mom’s] life and
for a few years after my mom’s death,
the physical, emotional, and spiritual
strength I once was able to muster
through caregiving devolved into fullblown panic attacks, clumsiness resulting in multiple physical injuries, and an
inability to engage effectively in simple
social situations.”
“Between caring for my dad, husband,
and adult sister, I had to start working
a night shift. I gained weight, lost sleep,
and developed atrial fibrillation.”
“[Mom] woke-up throughout the night
to go to the bathroom, 30 to 40 times a
night. I had to stay awake or she could
fall or walk out of the house. A few days
later, I was so exhausted I gave her an
Ambien, hoping she would sleep through
the night. I fell asleep for a few hours but
was woken-up by a loud noise — my
mother had fallen in the bathroom.”
“I am sure stress has taken years off
my life.”
“Five years later she passed away . . . I
was now single, unemployed, estranged

CAREGIVER RESOURCES
The reality of caregiving often prohibits caregivers from taking care of themselves,
but available resources may be able to alleviate some of the burden by providing
information and other support.
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CareGiving.com, https://www.caregiving.com
Caregiver Action Network, https://caregiveraction.org
Family Caregiver Alliance, https://www.caregiver.org
VA Caregiver Support, https://www.caregiver.va.gov
National Alliance on Caregiving, https://www.caregiving.org/resources/general-caregiving/
AARP, “Resources Caregivers Should Know About,” AARG.org, Mar. 22,
2017, https://bit.ly/2OLa1Pt
John M. Bridgeland, John J. Dilulio Jr., and Karen Burke Morison, The Silent
Epidemic: Perspectives of High School Dropouts (Washington, DC: Civic
Enterprises, 2006), https://bit.ly/2SeMThI
Brendan Flinn, Millennials: The Emerging Generation of Family Caregivers,
AARP Public Policy Institute, Mar. 22, 2018, https://bit.ly/2sdul2j
National Academies of Sciences, Engineering, and Medicine, Families Caring
for an Aging America (Washington, DC: National Academies Press, 2016),
https://bit.ly/2sP0cXL

to many and financially strapped. My
health was in shambles — uncontrolled
blood sugars, high blood pressure and
cholesterol, chronic depression, anxiety,
arthritis.”
“I am the most optimistic person on
the planet, but due to providing dementia care, I am on Prozac.”
The Hidden Health Crisis
Unfortunately, many studies on caregiver
health have been done on small groups,
and some impacts are still not well studied. The effects of caregiving frequently
sneak up on people. Initially, caregivers may be healthy, but over time they
often don’t notice how they’ve neglected
their own health and well-being. When
a health problem occurs for them, they
don’t seek help because they’re so busy
with caregiving responsibilities. For
example, a 2015 study found nearly onethird of dementia caregivers “frequently
or occasionally” missed medication doses
and nearly half did not keep their own
health care appointments (West J Nurs
Res 2015;37:1548–1562).
Health risk behaviors also go up: 40%
of Alzheimer’s caregivers reported smoking, and 25% reported a recent increase
in smoking. Thirty-four percent of spousal Alzheimer’s caregivers said they used
alcohol as a coping mechanism.
Good sleep, the single most important
resource for our health and well-being,
often becomes a memory. Most caregivers report poor sleep. To understand how
little sleep caregivers often get, one study
of brain tumor caregivers found they
averaged less than 6 hours each night,
were awakened 8.3 times per night and
were awake 15% of the time (Oncol Nurs
Forum 2013;40:171–179).
Family caregivers often need to move
or transfer people and do other physical
tasks but usually get little or no training.
Even though we know this puts them
at risk for injuries, there are very few
data on injury rates or how this may
contribute to chronic pain. In a small
study done in 2014, researchers found
that for caregivers who spend more than
21 hours a week helping their loved one
with activities of daily living, 76% report
low back pain, and 43% report knee,
shoulder, or wrist pain (J Appl Gerontol
2015;34:734–760).
While caregiver depression and anxiety are common, caregivers are also at
risk for post-traumatic stress disorder.
Research conducted on family caregivers
of patients in intensive care units found
high rates of PTSD symptoms that can
See HEALTH CRISIS • page 18
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Health Crisis
from page 17
persist for 3 months after the intensive
care experience. Researchers have found
that many people still had significant risk
for PTSD and borderline anxiety and
depression at 3 months.
The high stress of caregiving has also
been associated with a higher risk for

Fall Prevention
from page 1
uneven flooring or sidewalks, poor lighting or glare, lack of handrails, and problems with assistive devices. The majority
of falls occur in the resident’s room and
are generally associated with physical
transfers and using the toilet. There is
no evidence to confirm that the number
or type of nurses on duty influences falls.
Intervening to Decrease Falls
Because many factors are associated with
falling, multicomponent interventions
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stroke. One study found this association
was stronger in men, especially African
American men with high caregiving
strain (Stroke 2010;41:331).
The inescapable conclusion is that
caregiving is creating a whole new
health care crisis that looms in the
shadows and is not getting the attention it deserves. Caregivers are becoming the patients. We must find ways to
minimize and prevent caregiver health

risks. We must make this hidden health
crisis a national priority. Over 43.5
million family caregivers are counting
on it.


are needed to decrease both the risk and
number of falls. Physical activity — particularly physical activity that is focused
on improving strength and balance —
can decrease the risk of falls and their
incidence. Although no single exercise
program or activity is currently considered the gold standard for fall prevention, a number of studies have focused
on resistance and balance exercises and
others on moderate-intensity aerobic
activity.
The current guidelines from the 2018
Physical Activity Guidelines Advisory
Committee recommend that older
adults engage in at least 150 to 300

minutes a week of moderate-intensity
or 75 minutes to 150 minutes a week of
vigorous-intensity aerobic physical activity and muscle-strengthening activities
on 2 or more days a week (Scientific
Report, http://bit.ly/2VLq1VN). Older
adults in long-term care settings generally participate in less than a minute of
moderate-level physical activity; meeting
the guidelines may not be realistic, so a
personalized approach to physical activity is recommended.
The physical activity goals for residents should focus on each individual’s
underlying capability and optimizing
what each resident can do. For example,
if a resident can come to a stand independently, doing 10 sets of sit-to-stand
three times a day could strengthen her
ability to transfer and stand without
falling. If a resident can walk with or
without an assistive device, then three
10-minute walks a day scheduled around
meals or a 30-minute walk daily on an
age-appropriate treadmill setting might
be a good goal option.
Additional interventions to help prevent falls should include evaluating and
managing medical problems such as
degenerative joint disease to optimize
gait and decrease pain. Experiencing pain
when walking or transferring can alter
an individual’s balance and potentially
lead to a fall. Monitoring for orthostatic
hypotension and adjusting medications
accordingly can avoid the type of falls
that occur after a drop in blood pressure
with subsequent dizziness.
There is presently no consensus on
the impact of psychotropic medication on falls. For instance, one study
found antidepressants were associated
with falls but benzodiazepines were
protective of falls (BMC Fam Pract
2018;19:73). In other studies, potentially inappropriate psychotropic medications were associated with falls (Age
Ageing 2018;47:68–74) as was opioid
use (Drugs Aging 2018;35:925–936;
Int Psychogeriatr 2018;30:941–946;
Can Med Assoc J 2018;190:E500–506).
The inconsistencies among the studies
may be related to whether individuals were naïve to a drug, or an opioid
was combined with other psychoactive
medications, or other risk factors for
falls were involved such as orthostatic
hypotension, vision problems, pain, or
altered balance.
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FALL PREVENTION TOOLS
Listed below are just a few examples
of many tools and resources on fall
prevention currently available.
• AMDA Falls Clinical Practice
Guide, https://paltc.org/productstore/falls-and-fall-risk-cpg
• Supakanya Wongrakpanich, et al.
STOP-FALLING: A Simple Checklist Tool for Fall Prevention in a
Nursing Facility (Published online
December 11, 2018, JAMDA),
https://bit.ly/2TNEU8M
• Ganz DA, Huang C, Saliba D, et al.
Preventing falls in hospitals: a
toolkit for improving quality of
care (Rockville, MD: Agency for
Healthcare Research and Quality,
2013), https://bit.ly/2BHjzoQ
• Lainie Van Voast Moncada and
L. Glen Mire, Preventing Falls
in Older Persons (Am Fam
Physician 2017;96(4):240-247),
https://bit.ly/2RXZlOG
Management of medications for fall
prevention requires an individualized
approach to determine the potential
risks and benefits. A resident who is so
anxious that he walks to the point of
fatigue or climbs on tables or chairs may
benefit from an anxiolytic, which may
consequently prevent a potential fall.
Likewise, prophylaxis with drugs such
as beta blockers should be reconsidered
if they decrease perfusion and thus contribute to falls from hypotension. Most
important is whether a drug is being
used appropriately.
Environmental modifications such as
removing clutter and optimizing chair
and bed heights are also effective ways
to decrease the risk of falls. Environment
adjustments should also be personalized
and match the needs of the individual.
For example, the optimal chair or bed
height to facilitate safe transfers allows
individuals to sit on the edge of the
bed or chair with their feet flat on the
ground. Better lighting and reduction of
glare can also be individualized.
Finally, personalized cognitive modifications may be needed. Individuals
who cannot make safe decisions related
to physical activity should not left alone
Continued to next page

