53

J Tokyo Wom Med Univ
76 (1) 53~60 (2006)

Coordination Issues for Incurable Patients between

Home Care Physicians and Acute Care Physicians

Kumiko NUMATA, Hamae NAGALI, Yoko OHORI, Satoko SHINO, Harumi MARUTANI,
Noriyasu SHIROTANI, Hiroshi TOMA and Satoru SHIMIZU*

Department of In-home Medical Care and *Department of Hygiene and Public Health II
Tokyo Women's Medical University
(Accepted October 27, 2005)

We conducted a survey to clarify issues related to a smooth transition from a hospital which providing medi-
cal treatment at an acute stage (abbreviated as “acute care”)to a home care setting (abbreviated as “commu-
nity") when a cancer patient at a terminal stage selects his/her home as the place of medical treatment. The
items included in the questionnaires were (U demographic data, @ informed consent, @ anxiety of a patient/fam-
ily, and @ coordination. We compared with the situations of home care setting and acute care hospitals. Question-
naires of 185 were distributed and 123 (35 from acute doctors, 88 from community doctors) were returned. The
response rate was 67%. The acute care doctors of 43% responded that “they will go along with the family's
wish” with regard to the issue of informing, and 85% responded that “the patient/family understands the medi-
cal condition”. On the other hand, 58% of the community doctors responded that “the patient/family under-
stands the medical condition”, and only about 50% of the community doctors responded that “the description of
the medical condition provided by the acute doctor and the level of understanding of the medical condition by
the patient’s family is consistent”. Both the acute care and community doctors experienced difficulty dealing
with a patient/family because they did not inform the patient about their life expectancy and because the pa-
tient” s family did not understand enough about the medical condition. Acute care doctors need to assure a sense
of security for patients allow both a smooth transition to a home care setting from a hospital. These issues include
informing the patient/family, explaining the medical condition, and cooperating with the community doctors’ at
the time of transition to home care. For that purpose, acute doctors need to acquire the necessary communica-
tion skill so that they can properly provide informed consent, can cooperate with the community doctors and can
lead group activities in a medical team.

Key words: terminal stage cancer patients, home care medicine, informed consent, questionnaires

2)~4)

Background nal stage of disease

What kind of care or death does a patient hope
for when facing a terminal disease? In Japan, about
19,000 cancer patients die at home annually in the
year 2003". This is equivalent to only 6% of the to-
tal number of cancer deaths. Most cancer patients
remained in the medical institutions at their final
stage. Even so, a high ratio of patients received
treatments at “their own home”, during their termi-

Kawagoe® explained that home care for terminal
cancer patients is not widespread because of (D rea-
sons within medical institutions (hospitals, home
care service), @ lack of awareness of the patient or
family, ® lack of information for the patient, @ poor
administrative systems, and & other reasons.
These reasons indicate a need for acute care hospi-
tals and home care medical institutions to acknowl-
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Table 1 Demographic data of subjects (n = 123)

Acute Community

n 35 88
Age (year) 457+9.2 472+89
Experience in

profession® (year) 187+9.0 209+92

transition® (%) 886

home care¢ (%) 771 93.2

patients’ deaths at homed (%) 714 93.2

a: experience as a medical doctor, ®: doctors who had experi-
ence in helping patients with home care transition, ¢: doc-
tors who had experience in caring for patients at home, 9:
doctors who had experience in attending patients’ death at
home.

edge their respective roles and work together.

We tried to clarify some of the coordination is-
sues and discuss the roles of both acute care and
community doctors caring for terminal cancer pa-
tients.

Subjects and Methods

Acute care doctors are those doctors who work
in acute care hospitals and community doctors are
doctors who work in local, small, primary care hos-
pitals or clinics.

Acute care and community doctors who partici-
pated in The Japanese Academy of Home Care
Physicians, 2005 were asked to participate in the
survey. On the day of the meeting, two types of
questionnaires were distributed, one for acute care
doctors and one for community doctors. Question-
naires were later collected in the assembly hall.

The items in the questionnaires included: @
demographic information, @ issues related to ex-
plaining a medical condition to a patient or a family
and informing them about the life expectancy, @) is-
sues relating to anxiety of a patient or hisfamily,
and @ coordination between acute care hospital
and community hospital. One of four responses
from questions @ thru @ was selected for evalu-
ation.

The scores of each questionnaire was totaled and
Chi-squared test to determine the difference in
trends between groups.

Results
1. Demographic data of subjects (Table 1)
A total of 248 doctors were registered in meeting.

Questionnaires were distributed to 185 doctors and
123 (35 acute care doctors and 88 community doc-
tors) responded giving a response rate of 66.5%.
Most doctors were males (80.0% and 83.6% for
acute care and community doctors respectively).
The demographic information of the subject is
shown in Table 1.

2. Response by acute care doctor (Table 2)

Over 80% of the doctors set the treatment target
at admission to be inclusive after discharge. Over
90% of doctors responded that the patient and the
family understood the treatment target. On the
question asking how a doctor inform a patient about
a diagnosis or a bad prognosis, 2.9% responded that
“the diagnosis is not informed”, 25.7% responded
that “the bad prognosis is not informed”, 286% re-
sponded that “the diagnosis and the bad prognosis
are informed”, and 429% “will go along with the
family’ s wish”, indicating that they respect the in-
terest of the family over that of the patient.

A total of 85% responded that patients and their
families understood their medical condition at the
time of discharge. Over 74% of doctors have had
difficulty dealing with a patient or a family due to
their lack of understanding of their condition. About
half of the doctor have had difficulty dealing with a
patient or a family because they have not informed
them on a bad prognosis. More acute care doctors
have had difficulty gaining understanding from a
patient or a family when explaining a medical condi-
tion and informing the patient on the bad prognosis
before starting home care.

3. Community doctors (Table 3)

Responses to the question “Do you consider that
the content of the description of the medical condi-
tion provided by the acute care doctor and the pa-
tient’s level of understanding is consistent?”, 5.7%
responded “consistent”, 42% responded “consistent
for the most part”, and roughly one-half responded
“not consistent”.

To the question “What issues do the patient/fam-
ily feel anxious about after the patient’'s dis-
charge?”, 727% responded “medical support at
night”, 68.2% responded “the support system of the
hospital at a time of emergency” and 466% re-



Table 2 Questions for acute care doctors and their responses

Questions Answers Frequency (%)
Whay is the treatment goal at Improve the current medical condition 3 (86)
the time of admission? Improve the medical condition while in hospital 1 (29
Include treatment after discharge 30 (85.7)
No response 1 (29
Have you explained the goal of ~ They understand 9 (25.7)
treatment discharge to the They understand for the most part 23 (65.7)
patient/family and gained their ,
understanding? They do not understand much 3 (86)
They do not understand 0
How do you inforrr_l a patient The diagnosis is not informed 1 (29
about 2 bad prognosis? The bad prognosis is not informed 9 (25.7)
The diagnosis and the bad prognosis are informed 10 (286)
Will go along with the family's wish 15 (429)
Does a patient"s family under-  They understand 3(86)
stand the medical condition at  They understand for the most part 27 (77.1)
the time of the patient's dis- _
charge? They do not understand much 5 (14.3)
They do not understand 0
Have you had difficulty dealing Often 2 (5.
with a patient/family because : 26 (743
of their lack of understanding S(?metlmes (743)
of the medical condition? Hardly ever 6 (17.1)
None 0
No response 1 (29
Have you had difficulty dealing  Often 6 (17.1)
with the patient/family be- Sometimes 19 (543)
cause you have not informed .
them on the bad prognosis? Hardly ever 7 (200)
None 2 (57)
No response 1 (29

sponded “Is adequate medical care available?” .
These responses seem to indicate that the anxiety
level is quite high among the patient/family with
regard to medical support.

Responses to the question “Does the patient/fam-
ily understand the medical condition at the time of
the patient’s discharge”, 45% responded they “un-
derstand”, 534% responded they “understand for
the most part”, indicating that roughly 60% mostly
understand. In response to a question asking if they
have had difficulty dealing with the patient/family
due to their lack of understanding of the medical
condition, 31.8% responded “often”, and 51.1% re-
sponded “sometimes”, a total of 82.9% have had
such difficulty.

Also, in response to a question asking if they have
had difficulty dealing with the patient/family be-
cause they have not informed them about their life
expectancies. Community doctor of 26.1% respon-
ded “often” and 51.1% responded “sometimes”, in-
dicating that a total of 77% doctors have had diffi-

culty dealing with the patient and/or the patient’ s
family.

4, Comparison between acute care and commu-
nity doctors (Table 4)

The four levels of evaluation in Tables 2 and 3
were summarized into “yes” and “no” and a chi-
squared test was performed, the results of which
are shown in Table 4. On the question “Does a pa-
tient’s family understand the medical condition at
the time of the patient’s discharge?”, 85.7% of acute
care doctors and 58.0% of community doctors re-
sponded “ves”, showing a significant difference (p
<0.01). Also, the frequency of experiencing diffi-
culty was high for both the acute care and commu-
nity doctors on the question “Have you had diffi-
culty dealing with the patient/family because of
their lack of understanding of a medical condition?”.
However, as shown in Table 3, the extent of diffi-
culty was greater for the community doctor.

With regard to the question of whether or not to

inform a patient on life expectancy, 51.4% of acute
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Table 3 Questions and responses by community doctors
Questions Answers Frequency (%)
Do you cpnsider th@ descrip_tion Consistent 5 (57
of a medical condition provided Consistent for the most part 37 (42.0)
by an acute care doctor and a B .
patient’s level of understanding ~ Not much consistency 39 (443)
is consistent? Not consistent 5 (57
No response 2 (23)
Wha}t issues do the. patient/ Support system of hospital at emergency 60 (68.2)
gﬁglrlih%ela?e‘;it,sag,’;?ﬁ: aé)';)ut Medical support at night 63 (71.6)
i ischarge?
P & Is adequate medical care available? 41 (46.6)
Not confident about medical treatment 19 (21.6)
Medical support of local medical institution 22 (25.0)
Finance 22 (25.0)
Medical condition 24 (273)
Emotional support for patient 22 (25.0)
Does a patient’s family under- Understand 4 ( 45)
stand the medical condition at  ypderstand for the most part 47 (534)
the time of the patients dis-
charge? Do not understand much 35 (39.8)
Do not understand 1 (1D
No response 1 (11
Have you had difficulty dealing  Often 28 (31.8)
with a patient/family because S times 45 (511
of their lack of understanding ometmes (5L1)
of the medical condition? Hardly ever 13 (148)
None 1 (1)
No response 1 (1D
Have you had difficulty dealing Often 23 (26.1)
with the patient/family be- Sometimes 45 (51.1)
cause you have not informed ’
them on a bad prognosis? Hardly ever 16 (182)
None 2 (23)
No response 2 (23)
Table 4 Comparison of acute care and community doctors responses
. Acute Community
Questions Response n=35 h =88 p-Value
Does a patient/family understand Yes 30 (85.7) 51 (58.0) 0.01
the medical condition at the time of No 5 (14.3) 36 (40.9)
patient’s discharge?
Have you had difficulty dealing Yes 28 (80.0) 73 (83.0) NS
with the patient/family because of No 6 (17.1) 14 (159)
their lack of understanding of the
medical condition?
Have you had difficulty dealing Yes 25 (71.4) 68 (77.3) NS
with the patient/family because No 9 (25.7) 18 (205)
you have not informed them on the
bad prognosis?
NS: non-significant.
care doctors communicate the information to com- 5. The extent of understanding of a medical

munity doctor however, roughly one-half of the
acute care doctors do not inform their patients, indi-
cating that they do not see the need. On the other
hand, 70.5% of the community doctors prefer giving
the information and saw the information as impor-

tant.

condition by a patient/family and the difficulty
dealing with the patient/family by community
doctors (Table 5)

Table 5 shows the responses to the questions
“Have you had difficulty dealing with the patient/
family because of their lack of understanding of the
medical condition?” and “Do you consider that the
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Table 5 The extent of understanding of a medical condition by a patient/family
and the difficulty dealing with the patient/family by community doctors

Do you consider the description of a medi-
cal condition provided by the acute care doc-

Have you had difficulty dealing with the
patient/family because of their lack of un-
derstanding of the medical condition?

tor a_nd the patient’s level of understanding n (%)
consistent?

Yes No Total

Yes 28 (66.7) 14 (333) 42 (100)

No 44 (100) 0 44 (100)

Total 72 (837) 14 (163) 86 (100)

Chi-squared test p < 0.0

Table 6 House call experience by acute care doctors and their methods of informing

the patient

Informing patient and family by acute care doctors

Experience in Will not inform

house calls on the bad Wil inform Go along with Total
a family’s wish n (%)

prognosis
Yes 4 (148) 9 (333) 14 (51.9) 27 (100)
No 6 (750) 1 (125) 1 (125) 8 (100)
Total 10 (286) 10 (286) 15 (429) 35 (100)

Chi-squared test p < 0.05.

content of the description of the medical condition
provided by the acute doctor and the patient’s level
of understanding consistent?”. All doctors who re-
sponded that the description and the understanding
of the medical condition by the patient was not con-
sistent indicated difficulty in dealing with the pa-
tient/family because of their lack of understanding
of the medical condition.

Furthermore, 66.7% of doctors who responded
that the description provided by the acute care doc-
tor and the understanding of the medical condition
by the patient/family was consistent experienced
difficulty in dealing with the patient/family (p <
0.01). It clarifies the fact that many community doc-
tors feel it is difficult to deal with a patient/family
due to inconsistency in the description of the medi-
cal condition provided by the acute doctor and a
lack of understanding of the patient’s medical con-
dition.

6. House call experience by acute care doctors
and the method of informing the patient (Table 6)

Acute care doctors who have no house call expe-
rience (75%) and those who have house call expe-
rience (14.8%) indicated that they do not inform the

patients on life expectancies showing a significant
difference between the two groups (p <0.05). The
house call experience seems to make them feel it is
necessary to inform the patients about expectan-
cies.
Discussion

Although the number of acute doctors (n=35)
was small, there was no significant difference in
age, number of years as clinical practitioners, and
ratio of male/female when compared with commu-
nity doctors (n =88). Acute care doctors of 89% had
experience in caring for patient at home, and 70%
had experience home care and attending the pa-
tient's death at home. As the survey was conducted
among doctors who participated in the Japanese
Academy of Home Care Physicians, both the acute
care and community doctors have had some in-
volvement in home care medicine, and as a result
the doctors were highly aware of the subject mat-
ter. The community doctors of 24% belong to clin-
ics specialized in home medical care, and 93% ‘have
experience in visiting for home and attending the
patient’s death at his/her home.
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1. Explaining the medical condition to patient/
family

Acute doctors of 80% included “beyond dis-
charge” in their treatment plan at the time of ad-
mission. Based on that, 90% of acute doctors re-
sponded that they explain the medical condition to
the patient/family and gain their understanding
(Table 2). From these facts, acute doctors seem to
believe that they have communicated well with the
patient/family and that the patient/family is not
anxious when they face the patient’s discharge.

On the other hand, community doctors re-
sponded that the understanding of the medical con-
dition by the patient/family was significantly (p <
0.01) inadequate (Table 4), and that roughly one-
half of them felt that the description of the medical
condition provided by the acute doctor was not con-
sistent with the patient’s understanding (Table 3).
In addition, 27% of community doctors responded
that the patient/family was anxious about the pa-
tient’s medical condition. With regard to the patient
in palliative care introduced by the acute hospital,
Yoshizawa® reported that: @ the preparatory pe-
riod for starting home care is short, communication
with the patient’s family is inadequate, and a trust-
ing relationship has not been developed, @ the con-
tent of information provided to patients varied, and
there are cases where they have not been informed,
(3® the explanation provided to the family is inade-
quate; and pointed out the inadequacy of informa-
tion and explanation of the medical condition pro-
vided at the acute hospital.

The difference was observed by the awareness
between acute care doctors and community doctors
with regard to an understanding of, and anxiety
about, the medical condition at the time of dis-
charge. While in the hospital, some of the problem-
atic issues should be anticipated before being trans-
ferred to home care settings and an adequate expla-
nation of the medical condition to the patient’s fam-
ily by the acute care doctor is desirable.

2. Regarding informing patient

With regard to informing the patient of a disease,
which is the starting point for cancer treatment and
care, the awareness study conducted by the Minis-

try of Health and Welfare in 1998” reported that
72.6% of patients responded that when they have
an illness that is incurable they wanted to know
about the length of treatment and their life expec-
tancies, directly from the doctor. On the other hand,
only 34% of doctors responded that they would in-
form the patient of the disease, but 58.8% reported
that they would provide an explanation to the pa-
tient’s family. In our study, 43% doctors indicated
that they would inform the name of the disease and
the medical condition of the patient to the family be-
fore explaining it to the patient, a result which is
similar to the study conducted by the ministry.

Also, based on the fact that 71% of acute care
doctors and 77% of community doctors had diffi-
culty dealing with the patient because they had not
informed them on life expectancy it seems that in-
forming the patient about their remainder of life
and the manner of informing require sufficient dis-
cussion.

3. Coordination and understanding home care

Half of acute doctors responded that the informa-
tion on informing the remainder of life is sent to
community doctors. While 70% of community doc-
tors responded that they would like to receive the
information (data unshown). Also, the awareness
related to informing the patient seems to be signifi-
cantly lower (p <0.05) among acute care doctors
who have no experience in house calls as compared
with those doctors who have such experience (Ta-
ble 6).

In order to start and continue home care for pa-
tients at the terminal stage without anxiety, it is
necessary for acute doctors to understand the
uniqueness of home care and to provide the neces-
sary information to community doctors, properly,
and in a timely manner.

4. Future issues

“The Manual for Cancer Palliative Care” by the
Ministry of Health Welfare and Labor indicates that
“decision making by the patient, informed consent,
and a second opinion are considered important, and
that in order to practice medicine by adopting these
concepts it is essential to truthfully inform the pa-
tient about his/her disease”. Also, for home care to



succeed, as essential factors in helping patients at
the terminal stage, Ashino® stated that a doctor
needs to acquire the technique to gain informed
consent directly from the patient and to convey the
bad news.

Therefore, an explanation of the medical condi-
tion to the patient and his/her family and their un-
derstanding of the medical condition are imperative
for effective treatment and care and can be the
starting point for medical treatment. When explain-
ing, the medical team needs to proceed step-by-step
while confirming the extent of understanding by
the patient’s family. Furthermore, acute care and
community doctors are expected to learn the quali-
tative difference in the medical service they can of-
fer, and the transition should be preceded by con-
sidering each other’s views.

This study clarified that community doctors as
well as acute care doctors have experienced diffi-
culty in dealing with cancer patients who have not
been informed, or a patient’s family that does not
understand the medical condition however, it is the
role of the acute care doctor to coordinate and re-
solve issues before transferring a patient to home
care. The important issues for acute care doctors

are informing the patient at an early stage, explain-
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ing the medical condition, preparation for home
care, and timely exchange of accurate information
with the community doctor.

Important things for doctors are improving com-
munication skills, acquiring home care and exercis-
ing leadership.
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