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Home end-of-life care for advanced dementia vs advanced cancer elderly patients:
Dying elderly at home project

Yoshihisa Hirakawa”, Yuichiro Masuda”, Masafumi Kuzuya", Akihisa Iguchi’, Takiko Asahi” and Kazumasa Uemura®

Abstract

AIM: The aim of this study was to assess the frequency of symptoms and end-of-life care received in advanced dementia
and advanced cancer elderly patients dying at home during the last two days of their lives and to evaluate the differences
observed between the two groups.

METHODS: We used data from the Dying Elderly at Home (DEATH) project, which was a prospective study of home eld-
erly patients dying with end-stage illness. Consecutive deceased subjects aged 65 or older who were seen at 16 study clinics
belonging to the Japanese Society of Hospice and Home-care with diagnoses of all illnesses including advanced dementia and
advanced cancer and died at home from October 2002 to September 2004 were included in the study. We evaluated 36 de-
ceased subjects with advanced dementia and 116 with advanced cancer. We collected the following information:sociodemog-
raphics, ADLs, cognitive impairment, observed symptoms and end-of-life care provided during the last 48 hours of life.
RESULTS: Deceased subjects with advanced dementia were less likely to show symptoms of pain, acute confusion, or nau-
sea/vomiting and more likely to display fever or cough than advanced cancer patients. Also, those with advanced dementia
were more likely to receive intravenous drip injection or narcotic analgesia and more likely to be given sputum suction, or
antibiotics.

CONCLUSION: We observed that the dying process and end-of-life care for advanced dementia elderly patients was differ-
ent from that for advanced cancer elderly patients.

Key words: Opioid, Symptom, End-of-life care, Pain, Dementia

(Jpn ] Geriat 2006; 43: 355-360)

1) Department of Geriatrics, Nagoya University Graduate School of Medicine
2) Center of Medical Education, Nagoya University School of Medicine
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Abstract

In Japan, the number of group homes for patients with dementia (GHs) has been increasing in recent
years. A growing number of elderly people now prefer to spend their final years in group homes or other
long-term care facilities, a choice that their families support. The aim of this nationwide study is to
clarify the current end-of-life care policies and practices of GHs. The subjects were 3701 managing
directors of GHs. Data were collected through mailed, anonymous, self-reported questionnairesin 2003.
The content of the questionnaires included: (1) general characteristics of the GH, (2) end-of-life care
policies and experiences, (3) available end-of-life care services at the GH, (4) staff education concerning
end-of-life care, and (5) types of information provided to users and families. The response rate was
45.6%. Many GHs had implemented progressive policies for end-of-life care. GHs with progressive
policies for end-of-life care were found to have different backgrounds than those with regressive
policies. Only a few GHs provided end-of-life care education for their staff. GHs with progressive
policies for end-of-life care tended to have the following characteristics: availability of medical
intervention within and outside of the GH, self-contained physical plant and staff education about end-
of-life care. Further research is needed to determine the most effective end-of-life care systems for GHs.
© 2005 Elsevier Ireland Ltd. All rights reserved.
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1. Introduction

Due to the aging of the population and longer life spans, end-of-life care for the elderly
has become a major national problem in Japan (Hiroi, 1998; Hashimoto, 2001; Hirakawa
et al., 2004; Suzuki and Iguchi, 2004). Although most deaths reportedly occur in hospitals,
itis generally believed that elderly people wish to die either in a long-term care facility or at
home, where they have spent many years (Sauvaget et al., 1996; Hashimoto, 2001; Iwasaki,
2003; Tilden et al., 2004).

However, due to rising health care costs in Japan (Hiroi, 1998) and the growing demand
for institutional or home care rather than hospital care, institutional care has received much
attention within the long-term care insurance system (Hashimoto, 2001). As a result, we
expect a gradual shift in the place where people spend their last years, from hospitals to
long-term care facilities or group homes.

Successful end-of-life care requires proper guidance for the elderly and their families in
making decisions about the available treatment frameworks and about where to die (Hiroi,
1998; Morrison, 2000; Hashimoto, 2001; Pekmezaris et al., 2004). It seems reasonable to
assume that the range of end-of-life care options at long-term care facilities or homes is
greater than that in hospitals (Hiroi, 1998; Hashimoto, 2001). The elderly and their families
should be well informed about the various end-of-life care alternatives available to them.

A number of studies have been devoted to end-of-life care at hospitals. However, so far,
very little research has dealt with long-term care facilities for the elderly. In Japan, the
number of group homes for patients with dementia (GHs) has been on the rise, especially
after the introduction of the public long-term care insurance plan in 2000 (Nakaguma,
2004b). The number reached 6645 by the end of April 2005, according to the WAM NET
nationwide online database (http://www.wam.go.jp/). A GH is a small, home-style facility
covered by public insurance. The law stipulates that each GH must provide specialized, in-
home care services with mutual support for the elderly with dementia. Thus, it assumes the
roles of both institution and home (Nakaguma, 2004a). Similarly, the number of elderly
people choosing to spend their remaining years in GHs has been increasing. GHs should
therefore be able to adequately respond to the often demanding needs and complex wishes
of individual users (Uchiide, 2004).

The aim of this study is to clarify current end-of-life care policies and practices of GHs
for patients with dementia in Japan, and related policy considerations. This study employs
primary sources to assist GHs in designing quality end-of-life care programs based on their
own particular policies.

2. Methods

2.1. Sample

The subjects in this study were managing directors of GHs. To obtain an up-to-date
address list, we utilized WAM NET, a nationwide online database managed by the
Independent Administrative Agency for Welfare Medical Treatment (Dokuritsu Gyousei
Houjin Fukushi Iryou Kikan), which offers the latest information about GHs from sources
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all over the country. The subjects were 3701 GH managing directors registered with WAM
NET (http://www.wam.go.jp/) as of September 2003.

2.2. Research content

Data were collected through mailed, anonymous, self-reported questionnaires. The
questionnaires covered the following: (1) general characteristics of the GH, (2) end-of-life
care policies and experiences, (3) available end-of-life care services at the GH, (4) staff
education concerning end-of-life care, and (5) kinds of information provided to users and

families.
2.3. Data analysis

We first examined the overall results to understand the trends regarding end-of-life care
at GHs in Japan. Then, to evaluate the factors correlated with end-of-life care policies at
GHs, we compared the characteristics of GHs that had progressive policies toward end-of-
life care (Group 1) with those that had regressive policies (Group 2). A GH was assigned to
Group 1 when its reply was “will offer” or “will offer on certain conditions” regarding
whether or not it provides end-of-life care. If a reply was “will not offer’’, the GH was
assigned to Group 2.

The data were analyzed using Statview-J5.0. Group differences were compared using the
Mann—Whitney test and the chi square test. P values < 0.05 were considered significant.

3. Results
3.1. General description of subjects

Of the 3701 subjects contacted, 1689 responded, for a response rate of 45.6%. Table 1
shows the general characteristics of the respondents. The mean number of residents per GH
was 13.1, and nearly two-thirds of GHs were established after the year 2000.

In approximately one-fourth of the GHs, nursing services were provided 24 h a day. The
GHs had a mean of 12.1 staff members, with few attending physicians. More GHs were run
by nonprofit organizations (57.8%) than profit-making organizations (39.8%). Moreover,
the services that GHs were most affiliated with were day service/care (49.7%) and in-home
service centers (48.9%). Nearly 30% of the GHs were not affiliated with any institution or
in-home service. Slightly less than 60% were self-contained physical plants. Most GHs
(90.6%) had a first-aid manual for medical emergencies. More than 90% of GHs had an
ongoing arrangement with a hospital to which their users could be admitted, and
approximately 80% responded that hospital admissions could be arranged around the
clock. Additionally, 72.9% responded that the designated hospital could administer end-of-
life care support if necessary, and 57% stated that such care was available at the GH during
the impending death of a user.

Table 2 outlines the information that the GHs provide to users and their families. Over
70% of GHs responded that they provide users and families with information on the
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Table 1
General characteristics of group homes (N = 1689)
Variables Average/GHs number %
Quota (average) 13.1
Establish
2003—(September) 470 27.8
2002 337 20.0
2001 214 12.7
2000 61 3.6
-1999 49 29
Number of staff (average)
Overall 12.1
Certificated care worker/helper 4.6
Nurse 04
Physician 0.1
Nurse’s night work 436 25.8
Organization
Nonprofit organization 976 57.8
Incorporated social welfare institution 498 29.5
Incorporated medical institution 373 22.1
Others 105 6.2
Profit making organization 673 39.8
Others 32 1.9
Affiliated institution/in-home care services
Day service/care 840 49.7
In-home service center 826 48.9
Home help 418 24.7
Short stay 414 24.5
Nursing home 344 204
Geriatric intermediate care facility 226 13.4
Home-visit nursing care 197 11.7
Hospital - 166 9.8
Clinic 147 8.7
Others 207 12.3
Nothing 480 28.4
Building
Single 995 58.9
Attached 668 39.6
First-aid manual 1530 90.6
Admission to hospital available 1537 91.0
In24h 1366 80.9
Medical support from outside available 1232 72.9
At GH when the user dies 962 57.0

progressive clinical course of dementia, the symptoms accompanying advanced dementia,
and the required care for advanced dementia. However, only 37.2% responded that they
supply users and families with information on the type of end-of-life care available at

the GH.
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Table 2

Provided information for user and family (N = 1689)

Content of information GHs number T

Dementia may be progressive 1313 77.7

About symptoms accompanying advanced dementia 1298 76.9

About required care accompanying advanced dementia 1228 729

About available end-of-life care in GH 628 372
83 49

About others

Table 3 shows the end-of-life care policies and experiences of the GHs. Concerning
whether or not they offered end-of-life care at their facilities, 22.3% of GHs responded that
they do, whereas 47.2% explained that they will under certain conditions. Of the subjects
who responded that they would offer end-of-life care under specific conditions, more than
half were found to meet all four conditions we thought necessary for end-of-life care at
GHs: (1) no medical intervention, (2) an understanding, on the part of users and their
families, of the limits and abilities of the GH, (3) an understanding, on the part of staff, of
the limits and abilities of the GH and (4) no complaint of pain. However, only a small
proportion of GHs (16.9%) had experience in providing end-of-life care. This percentage
increased between 2000 and 2002.

Table 4 lists the available end-of-life care services offered by the various GHs. Overall,
76.4% of subjects deemed it possible to provide end-of-life care at their GHs if necessary.
Regarding end-of-life care items, providing families and users with the option to express
their wishes was possible at most GHs, whereas outside support, religious healing, and
advice about law and property management were less often available. Sixty-nine percent of
GHs deemed it possible to provide grief support for the bereaved family. Grief support
items are shown in Table 4.

Table 3
End-of-life care policies and experiences (N = 1689)
Variables GHs number % Users number
End-of-life care policy will offer 377 22.3
Will offer on certain conditions 798 47.2
Item of condition
Unnecessity of medical intervention 551 32.6
Understanding of user and family 532 315
Understanding of staff 462 27.4
No complaint of pain 417 24.7
Will not offer 464 27.5
End-of-life care experience 285 16.9
Year
2002 189 11.2 333
2001 78 4.6 115
2000 33 2.0 60

Users number is the number of users received end-of-life care at GHs.
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Table 4
Available end-of-life care services in group homes (N = 1689)
Variables GHs number %
Item of available care in their own group homes
Overall 1291 76.4
Ask family’s wish 1148 68.0
Ask user’s wish 1107 65.5
Provide family with information 1052 62.3
Support a comfortable posture 1039 61.5
Get close 1029 60.9
Support family participation 1002 59.3
Touch 998 59.1
Listen with great interest 862 51.0
Provide a good environment 818 48.4
Massage 668 39.6
Heal religiously 151 8.9
Advice about law and property management 103 6.1
Others 41 2.4
Get support from the outside 445 26.3
Communities and voluntary organizations 215 12.7
Municipalities 117 6.9
Others 139 8.2
Item of available grief care for the bereaved family
Overall 1166 69.0
Telephone 692 41.0
Letter 611 36.2
Others 355 21.0

Table 5 details the types of end-of-life care training and education that staff members
receive. Such training was provided by 40.4% of GHs, and lectures were the most frequent

training method.
3.2. Factors associated with end-of-life care policies

To examine the factors associated with end-of-life care policies, we analyzed the data
from the end-of-life care policy items obtained from 1639 GHs. Table 6 shows the results of
a comparative analysis of the general characteristics of GHs having progressive (Group 1)
or regressive (Group 2) policies for end-of-life care. No significant differences were found
between the two groups in the number of residents per GH. Relative to Group 2,
significantly more GHs in Group 1 were established after the introduction of the public
long-term care insurance, had nurses, and were run by a profit-making organization.

GHs in Group 1 were less likely to have affiliations with other institutions or in-home
services, and were more likely to be affiliated with long-term care facilities, including
nursing homes and geriatric intermediate-care facilities, as well as in-home care services or
hospitals. Significantly, more GHs in Group 1 were self-contained physical plants and had
established arrangements with hospitals from which they could obtain end-of-life care





