Dialysis, Caregiving
and Emotional Health

By Hannah Calkins

ialysis is life-changing in many
D ways. It may be what makes

your life possible, for one. But
it may also significantly impact your
daily routine, your sense of self and
your relationships—and it may impact
all three if your significant other or
another close relative has taken on a
caregiving role.

You and your caregiver may be new to
this situation or coping with it long-
term. Either way, psychologists and
social workers who work with people
with kidney disease and other chronic
illnesses can help you both manage
your routines, navigate conflicts

and maintain—or even enrich—your
relationship through this experience.

First, expect a period of adjustment
to your new roles. Immediately

following a diagnosis of a chronic
disease, patients and caregivers may
“focus on logistics—what needs to

be taken care of,” says Jessica Geller,
PhD, a clinical health psychologist at
Birch Psychology in Denver, CO. “The
emotional adjustment to the situation
doesn’t always set in right away.”

That may be especially true for people
on dialysis. Regardless of whether
you're undergoing it at home orin a
treatment center, it involves a great
deal of planning, coordination and
time. Additionally, caregivers may need
to take over new tasks in addition to
supporting your treatment regimen.




All patients face different issues. Dialysis
treatments may be a breeze for some,
but others may have more challenges.
“Some people on dialysis may be limited
or fatigued, and some may not be able to
pick up the kids from school or perform
other role functions,” says Audrey
Krause, PhD, a transplant psychologist
with the Indiana University School of
Medicine and IU Health in Indianapolis.
“If they’re unable to work, the caregiver
might also be the breadwinner.”

You may both struggle during the
period of transition until you find what
Geller says her patients often call “the
new normal.”

“Resistance to this huge life change
can actually create more distress,” she
says. “While it can be a challenging
process to get there, being open to and
accepting of what’s taking place can be
helpful.”

Over the long term, find
complementary ways to cope and
support each other. Receiving a
kidney transplant is the ultimate goal
for many people who experience kidney
failure, however, for some patients,
dialysis is an indefinite reality. If that’s
the case for you, it can be helpful for
you and your caregiver to develop ways
to collaboratively cope.

This means viewing the management of
your health as a shared responsibility
and engaging in joint problem-solving.

“If there’s a mismatch between the
kind of support a patient wants and

the kind [he/she is] given, this can
cause increased distress and at times
negatively impact their ability to cope,”
says Geller. But, if you work together,
you may have better outcomes in your
health and in your relationship.

If your caregiver is also your spouse

or partner, you may have some unique
challenges in attaining these good
outcomes. “While being married can
provide a source of support and solace
when one person has a chronic illness,
some couples may have pre-existing
patterns and interactions in the
relationship that aren’t healthy,” Geller
says. A psychologist or other counselor

can help you work toward a healthier,
more productive dynamic.

Communication is key (and it’s okay
if you need help with it). No matter
what your pre-existing relationship is
like, you and your caregiver need “open,
clear, and quite intimate communication
on both sides,” Krause says. Remember
that you’re in it together, especially
during times of stress or conflict.

“If there’s a disagreement, the first
thing to do is have a conversation and
really listen to each other. Try not

to blame,” says Krause. “Do a lot of
listening and reflecting back: ‘If I heard
you correctly, this is what I’'m hearing, is
that right?” And then, you can problem-
solve effectively as a team.”

If you're struggling to do this on your
own, psychologists, social workers,

and other mediators can clarify the
problem and identify a resolution.
Your psychologist or social worker may
be especially helpful if disagreement
involves adherence to your prescribed
treatment regimen, which is a frequent
source of conflict among people on
dialysis and their loved ones.

“If noncompliance is an issue, as

a psychologist, I want to know the
context,” Krause says. “Aspects of
dialysis may be uncomfortable, painful,
expensive, inconvenient, or sad, but
these things can often be ameliorated.
Together, we can all identify the source
of the problem, and then find a way to
resolve it.”

For caregivers, feeling overwhelmed
and having feelings such as guilt or
frustration are understandable and
normal, says Geller.

“It’s abig change to take on an unexpected
role,” she says. “It can be helpful for them
to know it is common for caregivers

to feel this way. It can also be helpful

to encourage them to have open
communication to express these feelings.”
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Geller also suggests that caregivers
rely on the medical team, other family
members and friends for support. “If
the caregiver takes sole responsibility
for everything, [he/she will] get burned
out,” she cautions.

Other ways to prevent caregiver
burnout include active self-care—like
eating well, getting enough sleep and
exercising—and keeping a consistent
schedule, according to Krause.

“When your lives are routinized, you
know what to expect and there’s less
stress of the unknown,” Krause says.
“Remember to make time for yourself—
and find reasons to laugh.”

She also suggests that caregivers learn
“as much as possible about the medical
situation and what dialysis is like, and
write it down so you can refer to it when
you're feeling overwhelmed,” she says.

Your relationship may grow even
stronger. You will undoubtedly face both
physical and emotional challenges while
on dialysis, no matter your prognosis.

But patients and caregivers often become
deeply bonded, and Krause and Geller
say that you have the opportunity for
growth and even joy through this ordeal.

“These challenging situations can
actually bring people closer together,”
says Geller. “Patients and caregivers
may experience a shift in values after
both evaluating what’s truly important
in their lives, they may prioritize things
in a new way together.”
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