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Abstract
More than 50 million adults in the United States provide unpaid care to a family member. Caregiving is associated with high
rates of depression, anxiety, social isolation, financial strain, and physical exhaustion. Elevated caregiver distress has also been
linked to poorer patient outcomes, including worse symptom control, lower adherence to treatment, and increased health care
use. Despite this well-documented burden, most research and intervention efforts focus on caregivers once illness or disability
is already advanced and strain is fully present. Far less attention has been given to anticipatory caregiving, the emotional
and relational adjustments that begin before clear functional decline. As aging parents grow more frail, adult children often
confront uncertainty, shifting roles, and the gradual loss of independence long before hands-on care is required. This period
may be marked by vigilance, grief, and existential distress, yet it remains largely unaddressed in the literature. This perspective
examines anticipatory caregiving through clinical reflection and personal narrative, highlighting the need to recognize and
support caregivers earlier in the trajectory of aging, before crisis defines the experience.
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As I prepare to see my mother in person after several months,
I gather my passport and plan the obligatory family gifts. I
also catch myself imagining how she will look. I find myself
scanning ahead of time for signs of frailty. Will she walk with
a limp that was not there before or need help with things she
used to do on her own?

For many adult children, caregiving begins in this
anticipatory space, long before hands-on care is required.
Caregiving begins long before physical tasks and constitutes
an extended psychological and relational process. From my
perspective, that early phase is filled with vigilance, imagined
loss, and a growing sense of responsibility for another’s
vulnerability. These largely unspoken forms of emotional
labor shape how we later engage in care. What I am
describing is not only personal; it is well-documented in the
literature.

In the United States, more than 50 million adults provide
care to family members, many experiencing varying levels
of distress. This distress can include physical fatigue as

well as psychological effects, such as hopelessness, antici-
patory grief, and loneliness [1]. Collectively, these experi-
ences reflect caregiver burden: emotional, social, financial,
physical, and spiritual strain [2]. High caregiver distress
is associated with poor symptom management, reduced
treatment adherence, and diminished patient quality of life.
When caregivers are exhausted, their ability to sustain care,
communicate with clinicians, and participate in decision-mak-
ing falters [3].

Recognizing this, research, particularly in oncology,
has focused on caregiver distress. Interventions offering
education, skills training, and structured support have shown
improvements in quality of life and reductions in anxiety and
depression, especially when patients and caregivers partici-
pate together [1]. Still, findings are mixed. A 2019 Cochrane
Review found that psychosocial interventions for informal
cancer caregivers may yield small improvements in quality
of life immediately post intervention, but likely have little to
no sustained effect on depression, anxiety, or psychological
distress. The authors noted substantial heterogeneity across
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studies and overall low methodological quality, limiting firm
conclusions [4]. These findings do not suggest that caregiver
support lacks value; rather, they may reflect brief, largely
psychoeducational programs that were not individualized to
caregivers’ specific needs, relational dynamics, or cultural
context.

More recent meta-analyses offer nuance. Programs lasting
8 weeks or longer tend to reduce anxiety and depression.
Meaning-centered approaches appear particularly helpful for
the existential distress that caregivers often face [5]. In my
clinical work, I often return to the questions at the heart
of meaning-centered psychotherapy: Who am I in this role?
What matters most to me? What do I want my loved one to
feel from me?

These approaches emphasize the possibility of growth
alongside burden. I recognize that process in myself, even
before initiating any formal caregiving role.

I scan for changes: the way she steadies herself coming
down the stairs. What I have not done is tell her I am
scanning. My stomach tightens just thinking about it, so I
stay quiet.

If I asked her, she would wave it off. “You cannot hide
much from your own kid,” she would say. “But let’s not make
a whole thing of it. I am fine.”

If I inquired about her daily routine, she would say, “I still
cook everyone’s eggs in the morning, the way I have always
done it. What else do you want?”

What does she want as she ages? Not surveillance. Not
daughters ruling on her affairs. “I just want things to stay as
normal as possible. I do not need fussing. I raised my family.
I have completed my mission. That is enough. Just let me be.”

I tell myself I am monitoring, watching for signs,
preparing.

But partnership is different from monitoring.
Partnership requires that I ask and then tolerate the answer.

If she says she is fine, partnership asks me to sit with that,
not to translate it into what I think she means, not to secretly
catalog it as denial. Sometimes I want to steer the conver-
sation toward the future, toward plans and contingencies.
Instead, I try to stay where she is, though it is hard to do
so.

I speak of anticipatory grief as if it belongs to me. But she,
too, is aging inside a body that surprises her. She, too, may be
watching me, measuring the steadiness of my visits, the tone
of my voice, the frequency of my calls.

Ours is not a relationship of effortless intimacy. It never
has been. But it has always been honest. I have been
preparing to care for her in some practical way. I have not
prepared to sit beside her as two women who are both afraid.

I assume she is proud of me in some respects. But pride
travels in both directions. Have I made room to admire the
woman she is, not just the mother she was? Since I was 10
years old, it has been difficult to manage my mother. We are
not women who cook side by side. We are not soulmates. We
do not share a hobby. But we both love the beach.

We walk for hours, scanning the horizon, meeting each
wave as it comes. The collaboration is the commentary:
relatives, my friends, the world as she narrates it with wit
and grievance. Advice arrives whether requested or not, all of
it delivered with impeccable timing.

That space, sharp and familiar, is ours.
My vigilance is not only about decline. It is about

advocacy. When caregiving comes, my role will not be just
to report symptoms but also to translate her values. Medical
histories begin with “What is the matter?” But what she
needs is space for what matters. To her, autonomy, normalcy,
and dignity matter more than surveillance. My task is not to
overtake her narrative but to safeguard it.

I wonder whether her doctors are tracking only her heart
and lab values or also noticing her social life. We would
notice if she stopped going out. Meanwhile, we teach her to
use a tablet, not to become her instructors, but to keep her in
the thread of things. The look on her face when she hears the
ping of a message tells me it matters.

What she needs are people who are not family, places that
expect her. The prescription may not be a medication at all,
but something that requires her to show up: a Pilates class or a
standing lunch. These are not luxuries. They give her a reason
to get dressed and go out.

Meaning making coexists with logistics. Loving an aging
parent also means entering the administrative maze of prior
authorizations, banking safeguards, medication lists, hearing
checks, home repairs, and unexpected charges. All of it is
work. Naming it permits caregivers to feel overwhelmed not
only by worry but also by the coordination of aging demands
[2].

As I prepare to see my mother, this perspective helps me
frame my anticipatory worry more gently. What are my hopes
for this visit? How are they shaped by my values? What do
my fears reveal about my relationship with her?

As I reflect, something shifts. As much as I dread
witnessing her possible decline, I recognize that I want to
be there. If she needs help, I want to be one of the people
helping her. It is frightening to imagine her growing more
vulnerable, but there can be meaning for both of us in sharing
that journey.

Conflicts of Interest
None declared.

JOURNAL OF PARTICIPATORY MEDICINE Modesto-Lowe

https://jopm.jmir.org/2026/1/e91508 J Particip Med 2026 | vol. 18 | e91508 | p. 2
(page number not for citation purposes)

https://jopm.jmir.org/2026/1/e91508


References
1. Sanders JJ, Temin S, Ghoshal A, et al. Palliative care for patients with cancer: ASCO guideline update. J Clin Oncol. Jul

1, 2024;42(19):2336-2357. [doi: 10.1200/JCO.24.00542] [Medline: 38748941]
2. Zarit SH, Femia EE, Kim K, Whitlatch CJ. The structure of risk factors and outcomes for family caregivers: Implications

for assessment and treatment. Aging Ment Health. Mar 2010;14(2):220-231. [doi: 10.1080/13607860903167861]
[Medline: 20336554]

3. Dionne-Odom JN, Ejem DB, Wells R, et al. Effects of a telehealth early palliative care intervention for family caregivers
of persons with advanced heart failure: the ENABLE CHF-PC randomized clinical trial. JAMA Netw Open. Apr 1,
2020;3(4):e202583. [doi: 10.1001/jamanetworkopen.2020.2583] [Medline: 32282044]

4. Treanor CJ, Santin O, Prue G, et al. Psychosocial interventions for informal caregivers of people living with cancer.
Cochrane Database Syst Rev. Jun 17, 2019;6(6):CD009912. [doi: 10.1002/14651858.CD009912.pub2] [Medline:
31204791]

5. Kao C, Wang D, Pan W, et al. The efficacy of psychosocial interventions on anxiety and depression in cancer caregivers:
a network meta-analysis. Support Care Cancer. May 29, 2025;33(6):513. [doi: 10.1007/s00520-025-09554-y] [Medline:
40442533]

Edited by Amy Price; peer-reviewed by Thomas Moors; submitted 15.Jan.2026; final revised version received 07.Apr.2026;
accepted 07.Apr.2026; published 28.Apr.2026

Please cite as:
Modesto-Lowe V
Preparing for Care: A Clinician’s Perspective on Anticipatory Caregiving and Meaning Making
J Particip Med 2026;18:e91508
URL: https://jopm.jmir.org/2026/1/e91508
doi: 10.2196/91508

© Vania Modesto-Lowe. Originally published in Journal of Participatory Medicine (https://jopm.jmir.org), 28.Apr.2026.
This is an open-access article distributed under the terms of the Creative Commons Attribution License (https://creativecom-
mons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and reproduction in any medium, provided the original
work, first published in Journal of Participatory Medicine, is properly cited. The complete bibliographic information, a link to
the original publication on https://jopm.jmir.org, as well as this copyright and license information must be included.

JOURNAL OF PARTICIPATORY MEDICINE Modesto-Lowe

https://jopm.jmir.org/2026/1/e91508 J Particip Med 2026 | vol. 18 | e91508 | p. 3
(page number not for citation purposes)

https://doi.org/10.1200/JCO.24.00542
http://www.ncbi.nlm.nih.gov/pubmed/38748941
https://doi.org/10.1080/13607860903167861
http://www.ncbi.nlm.nih.gov/pubmed/20336554
https://doi.org/10.1001/jamanetworkopen.2020.2583
http://www.ncbi.nlm.nih.gov/pubmed/32282044
https://doi.org/10.1002/14651858.CD009912.pub2
http://www.ncbi.nlm.nih.gov/pubmed/31204791
https://doi.org/10.1007/s00520-025-09554-y
http://www.ncbi.nlm.nih.gov/pubmed/40442533
https://jopm.jmir.org/2026/1/e91508
https://doi.org/10.2196/91508
https://jopm.jmir.org
https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
https://jopm.jmir.org
https://jopm.jmir.org/2026/1/e91508

	Preparing for Care: A Clinician’s Perspective on Anticipatory Caregiving and Meaning Making

