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Abstract

Navigating and managing the end of life can be difficult. The focus of occupational therapy in care
at the end of life is to aid the patient and caregiver through these challenges by facilitating
improved safety, comfort, and quality of life through the participation in meaningful occupations.
Despite the ways that occupational therapy benefits these patients, occupational therapy
involvement in care at the end of life is misunderstood, under-researched, and underutilized. There
is a general lack of awareness regarding this topic and a stigma that occupational therapy focuses
only on rehabilitation and therefore does not belong in care at the end of life. To combat these
issues, there needs to be additional education and training for all healthcare professionals,
including occupational therapy practitioners, about occupational therapy’s role in care at the end
of life. Occupational therapy professionals in this area of practice must strive to educate others
and advocate for their role to improve the understanding of this practice area and thus positively
impact more patients and families.
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End of Life

Dying affects patients physically, cognitively,
socially, emotionally, and spiritually. There is
typically physical or cognitive decline at the end of
life, and patients can be left socially isolated as a
result  (American  Occupational  Therapy
Association [AOTA], 2017; von Post & Wagman,
2019). There are also various emotions coming
from the patient regarding the dying process, and
religion or spirituality is a common avenue to turn
to during this time (Martin & Herkt, 2018; Mills &
Payne, 2015). Due to decline, isolation, and
emotions, there is a decreased ability to engage in
meaningful occupations at the end of life which
results in occupational role loss and occupational
deprivation. Since occupational engagement
provides meaning to life, a loss of participation in
occupations leads to a decreased quality of life
(Hammill et al., 2014; Hammill et al., 2019).

Occupations, and thus occupational therapy, are
relevant at end-of-life, as people do not stop living
once they are diagnosed or once they begin
palliative or hospice care. People at the end of their
lives can still participate in many of their typical
occupations such as activities of daily living, rest
and sleep, leisure, and social participation
occupations; however, these individuals may also
participate in occupations unique to this life stage.
Life review, legacy building, bucket list items, and
accepting decline and death are primary examples
of meaningful occupations that are unique to end of
life (AOTA, 2015; Essential Yeh & McColl, 2019;
Hammill et al., 2019). This combination of typical
and new occupations demonstrates the dichotomy
of dying as these people attempt to affirm their life
by engaging in occupations while preparing for
death and finding closure (Essential Yeh & McColl,
2019; Hammill et al., 2019). Occupational therapy
can play a key role in fostering engagement in both
pre-existing and new occupations at the end of
one’s life.

Care at the End-of-Life

Care at the end-of-life is characterized by care
services typically received while in hospice or
palliative care. A person is eligible for hospice care
if they have a life-limiting diagnosis and a doctor
determines they have less than six months to live
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(National Institutes of Health [NIH], 2021).
Hospice care provides non-curative measures to
improve quality of life for patients and caregivers
(NIH, 2021). Palliative care can provide curative
and non-curative measures that can be received
during any stage of the condition with a focus still
to improve quality of life (NIH, 2021). The
National Hospice and Palliative Care Organization
(2021) reported that 1.61 million people utilized
hospice services in the United States in 2019, a
3.9% increase from the previous year. This number
is expected to continue rising due to the aging of the
population and more people living with chronic
diseases (Chow & Pickens, 2020), making it vital
that healthcare professionals merge to this area of
practice.

Underutilization and Knowledge
Gaps

Although occupational therapy could offer many
benefits to care at the end of life, it is minimally
utilized. Mueller et al. (2021) found from the
National Home and Hospice Care Survey in 2007
that 87.3% of participants required assistance with
activities of daily living, but only 9.9% received the
help they needed. Additionally, only 10.6% of all
the participants received any occupational therapy
at all (Mueller et al., 2021). There is likely an
underutilization of occupational therapy services in
care at the end of life because knowledge gaps exist
regarding the role occupational therapy should play
in this setting (Knecht-Sabres et al., 2019).
Occupational therapy is traditionally known to
promote functional independence. Because this is
not a focus for patients at the end of life, the goal
switches from occupational performance to
occupational participation (AOTA, 2017; Chow &
Pickens, 2020). Many healthcare professionals are
not aware of this switch. Occupational therapy
involvement in care at the end of life is also under-
researched, and many healthcare professionals,
including occupational therapy practitioners, do not
ever receive training on what occupational therapy
in this setting should entail. These knowledge gaps
may leave occupational therapists unprepared to
participate in end-of-life work, leading to fewer
practitioners working in this practice area (Knecht-
Sabres et al., 2019). Unpreparedness to advocate
could result in fewer or late referrals from other
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healthcare professionals due to a lack of
understanding of when and why a client should be
referred to occupational therapy (Knecht-Sabres et
al., 2019; Martin & Herkt, 2018). Difficulty
understanding the breadth of knowledge needed to
appropriately advocate for occupational therapy’s
role may even lead to a lack of reimbursement for
services (Knecht-Sabres et al., 2019). Because the
occupational therapy role is unclear, this could lead
to a lack of occupational focus overall (Chow &
Pickens, 2020; Knecht-Sabres et al., 2019; Martin
& Herkt, 2018). Unfortunately, the additive effect
of this may further lead to decreased patient quality
of life, which is why it is imperative occupational
therapy practitioners become more involved in
advocacy and education regarding this area of
practice (Hammill et al., 2014).

Occupational Therapy at the End of
Life

Though hospice and palliative care are generally
well-understood in the healthcare industry,
occupational therapy involvement in care at the end
of life is commonly misunderstood. In the literature
and in practice, occupational therapy is typically
described as a profession that facilitates increased
functional independence in everyday occupations
(Hammill et al., 2014; Knecht-Sabres et al., 2019;
Mueller et al., 2021). While this can be true at end
of life, it is not the focus. The focus of occupational
therapy in care at the end of one’s life is to improve
quality of life for patients and caregivers, ensure
patient comfort, and facilitate occupational
participation (AOTA, 2017; Chow & Pickens,
2020). Occupational therapy practitioners can
approach this in a multitude of ways. For the
patient, they could recommend environmental
modifications and adaptive equipment, teach
appropriate seating and positioning, educate on
energy conservation and sleep hygiene techniques,
and assist in creating a legacy project (AOTA,
2015; AOTA, 2017). Legacy work is a project or
activity that is completed to pass on the patient’s
legacy. This can take a variety of forms, such as
making a scrapbook, writing letters to family,
donating to a charity, or planning one’s funeral
(Javaherian et al., 2016).
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Occupational therapy practitioners have the
capability to assist caregivers while the patient is
alive but can also facilitate grieving and
bereavement after the patient passes. While the
patient is still receiving care, caregiver training and
education is crucial to ensure maximum quality of
life for both the patient and the caregiver (Chow &
Pickens, 2020). For example, an occupational
therapy professional could train a caregiver on how
to help the patient complete bed mobility and
transfers using proper body mechanics. This will
make the task easier for both patient and caregiver,
facilitating occupational participation for the
patient and preventing caregiver injury. Caregivers
may have many questions and need assistance
processing the situation, so the occupational
therapy practitioner could educate on the disease
process and help to manage realistic expectations.
After the patient passes, caregivers may find
themselves struggling with their grief. In this case,
the occupational therapy practitioner could
encourage participation in meaningful occupations
to help the bereaved find healthy ways to express
their emotions as well as offer resources for support
(AOTA, 2015; AOTA, 2017; Essential Yeh &
McColl, 2019).

Implications for Occupational

Therapy

Occupational therapy practitioners should be
educated on occupational therapy’s role in care at
the end of life. It has been found that occupational
therapy clinicians are not sufficiently prepared to
work in this practice area, so there should be
increased education on this topic in the academic
setting before entering the field (Essential Yeh &
McColl, 2019; Hammill et al., 2014; Pizzi, 2014;
Talbot-Coulombe & Guay, 2020). In addition,
occupational therapy practitioners who work or are
involved with care at the end of life must advocate
for their role as well as educate the interdisciplinary
team, including physicians, that they are vital and
valuable members of the team. Increased education
and training for occupational therapy professionals
and the interdisciplinary team could increase
awareness, lead to less role confusion, and create
more beneficial interdisciplinary communication
possibly leading to increased referrals (Hammill et
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al., 2014; Knecht-Sabres et al., 2019; Martin &
Herkt, 2018; Mills & Payne, 2015). Additionally,
there is currently a lack of research in this practice
area due to the difficulty of studying this patient
population (Chow & Pickens, 2020; von Post &
Wagman, 2019). Therefore, there is a need for more
research about the end of life as well as the
effectiveness of occupational therapy with these
patients and their caregivers. If more rigorous
research existed and appropriate occupational
therapy outcome measures were established, this
would guide occupational therapy practitioners in
their practice as well as demonstrate the benefit of
occupational therapy services (Chow & Pickens,
2020; Martin & Herkt, 2018; Mills & Payne, 2015).

Conclusion

The end of life brings many challenges, including
the difficulty of participating in meaningful
occupations. Occupational therapy sets itself apart
from the interdisciplinary team with its unique
focus on occupations which can lead to improved
quality of life for the patient (Martin & Herkt,
2018). However, occupational therapy in the setting
of care at the end of life is not utilized to its full
potential which could be related to the knowledge
gaps that exist surrounding this niche practice. The
gaps in knowledge include the stigma that
occupational therapy is not appropriate for care at
the end of life, there is not enough education or
training for healthcare professionals, and there is a
lack of research on the topic. Thus, it is imperative
that occupational therapy practitioners advocate for
their role in this practice area. There should be
additional research completed and increased
education and training for the interdisciplinary
team, including occupational therapy professionals,
in both the academic and clinical settings to
promote occupational therapy’s involvement in
care at the end of life.
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