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This case involved an end-stage lung cancer patient with severe dementia,
complicated pressure ulcers, and behavioral and psychological symptoms of
dementia that resulted in overcomplicated medical treatments. The family had
difficulty providing care; thus, palliative care included treatment of pressure ulcers,
optimized pharmacotherapy, and advanced care planning. This paper presents
the patient’s organized treatment policies as delivered by the family and home
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care providers, including nurses, which alleviated the patient’s pain rating and
the family’s care burden. Through these efforts, the patient was able to continue
to live at home and receive palliative care according to her wishes until she died.
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Introduction

Many people hope for a good death at home [1-3]; however,
most Japanese die in hospitals [4], and opportunities for home
deaths are decreasing due to the difficulty of providing care to
end-stage patients among families, who may struggle to remain
at home with a patient until he or she dies. For cases with severe
physical impairment, continued palliative care may be difficult to
provide, especially when additional behavioral and psychological
symptoms of dementia (BPSD) increase the family care burden
[5]. Here, an end-stage lung cancer patient with rheumatoid
arthritis (RA) and severe BPSD was treated at home by family,
who were struggling with her care. This case provides important
information for home palliative care of patients with severe
dementia.

Case Presentation

A 76-year-old female was other clinic outpatient with RA and
Alzheimer-type dementia (AD). After prolonged coughing, she
was found to have lung cancer with distant metastasis at many
sites, including the lumbar spine. Unfortunately, she was not in
a medical condition to receive curative treatment; thus, she and
her family were transferred to a clinic near her home based on
her desire to spend the rest of her life at home. She did not have
brain at the time of her transfer.

She exhibited obvious BPSD; her mini mental state examination
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was 10 points and her clinical dementia rating was 2 points, thus
her AD was assessed as moderate. Her RA exhibited moderate
disease activity, but she had not received a certified degree-of-
care level from long-term care insurance. Her Barthel index (Bl)
was 60 points, her Lawton & Brody instrumental activity of daily
living (IADL) scale rating was 3 points, and her pain was 1 point
on the numerical rating scale (NRS). Her family’s care burden was
9 points on the Caregiver Burden Interview (i.e., the Japanese
version of the Zarit). However, her ADL declined significantly,
resulting in a Bl of 40 points one month after her transfer. As her
physical condition worsened, her BPSD increased, and she began
to refuse care and medication, which significantly increased
her family’s care burden to 24 points on the Caregiver Burden
Interview. The family was not able to provide adequate hygiene
or medication management, resulting in the patient developing
pressure ulcers and a higher NRS rating of 7 points.

At the onset of the pressure ulcers, she began to refuse baths
due to BPSD, but because she did not bath for two weeks,
family and medical staff did not immediately find the pressure
ulcers. The family’s care technique was rudimentary; when the
abnormality on the patient’s buttocks was initially observed, the
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family protected the sacral ulcer with tissue paper. In Figure 1,
the tissue paper had been peeled away to expose part of the
decubitus, and after examination, it was found that the tissue
paper had adhered to the decubitus through leachate. The family
was informed of the importance of body pressure distribution by
changing postures and maintaining cleanliness through bed baths,
and an air mattress was added to the patient’s bed to prevent
the development of additional ulcers. The pressure ulcers were
treated professionally and gradually improved (Figure 2). For
her increased pain, acetaminophen was gradually increased to
2,400 mg/day until her pain improved. The deterioration of her
dementia and delirium was also a concern; thus, narcotics were
not prescribed, but administration of analgesics and risperidone
0.5mg/day prevented her from refusing medication. Additionally,
she had developed hypoalbuminemia due to poor oral intake and
was prescribed enteral nutrients, and the number of nurse visits
was increased.

A package of oral medicines and a medication box were provided
to the family to manage the patient’s medication, which
significantly improved the patient’s adherence to her medication
regime. Then, treatment and care policies were organized and
shared with the advance care planning (ACP) and discussed
with both the family and home palliative care providers. The
patient received the most severe certified degree-of-care level
of 5, but the family’s care burden was alleviated (i.e., 16 points)
by increasing the number of nurse visits, which also improved
the patient’s NRS rating to 2 points and prevented further
development of BPSD and pressure ulcers. The patient did
develop herpes zoster and pneumonia but managed to continue
treatment at home until her death nine months after transfer.

Cigure 1 Sacral ulcer with tissue paper attached.
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Uigure 2 Improving pressure ulcer.

Discussion and Conclusion

Inthis case, the patient and her family hoped to continue palliative
care at home, but after the emergence of complicated pressure
ulcers and BPSD, the caregiver burden became significant. The
patient did not want to be hospitalized or admitted to a nursing
home, but her caregivers had difficulty providing adequate
care at home, especially considering the patient had cancer
with physical symptoms that deteriorated rapidly. In this type
of situation, family caregivers often do not know how to treat
patients because they lack the knowledge and skills necessary
to manage treatment [5]. Here, the patient had both end-stage
lung cancer and BPSD, resulting in a particularly heavy burden of
care for her family. When home care burdens become too great,
hospitalization or admission to a nursing home is often selected;
however, ACP can also be useful for reducing a family’s care
burden and allowing for longer home care periods for patients
that prefer this. ACP may also be helpful for clarifying treatment
policies among all caregivers. Medical staff should instruct
families in patient treatment, including expected future events,
such as delirium, cancer-related pain, and agonal respiration.
Such efforts can bring peace of mind to patients and families,
leading to longer home care periods.
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