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Requests for cancer treatment and palliative care:
suggestions from 821 advanced cancer patients and
bereaved families

Kazue Komura", Mitsunori Miyashita®, Yoshiyuki Kizawa®, Shohei Kawagoe”,
Nobuya Akizuki”, Akemi Yamagishi®, Motohiro Matoba”, Satoshi Suzuki?,
Hiroya Kinoshita”, Yutaka Shirahige'®, Tatsuya Morita'” and Kenji Eguchi'?

1) Department of Clinical Thanatology and Geriatric Behavioral Science, Graduate School of Human Sciences, Osaka University,
2) Palliative Nursing, School of Medicine, Tohoku University, 3) Graduate School of Comprehensive Human Science, University
of Tsukuba, 4) Aozora Clinic, 5) Department of Psycho-Oncology, Chiba Cancer Center, 6) Department of Adult Nursing/Palliative
Care Nursing, School of Health Sciences and Nursing, Graduate School of Medicine, The University of Tokyo, 7) Department of
Palliative Medicine, Palliative Care Team, National Cancer Center Hospital, 8) Department of Surgery, Tsuruoka Municipal Shonai
Hospital, 9) Department of Palliative Medicine and Psycho-Oncology, National Cancer Center Hospital, East, 10) Shirahige Clinic,
11) Department of Palliative and Supportive Care, Seirei Mikatahara General Hospital, 12) Department of Internal Medicine and
Medical Oncology, Teikyo University School of Medicine

It is important to collect patients’ and their families’” opinions to provide good palliative care. This study aims to analyze
the contents of free description provided by the survey for cancer patients and bereaved families, which was performed
before the intervention of The Outreach Palliative Care Trial of Integrated Regionat Model (OPTIM) study. Requests
for and good points of cancer treatment and palliative care were collected and classified. 1,493 advanced cancer
patients and 1,658 bereaved families in four areas received the questionnaire, and 271 patients and 550 families filled
in the free description. Cancer patients and bereaved families had demands for improved communication with medical
staff, improved quality of pain relief, financial support of treatment, more educational activities on palliative care, and
improved cooperation within and outside hospitals.

Palliat Care Res 2011; 6(2): 237-245

Key words: palliative care, content analysis, free description
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Table 1 Characteristics of participants—Patients Table 2 Characteristics of participants—Bereaved families
n % n %
Sex Male 138 50.9 Sex Male 150 27.3
Female 133 491 Female 396 72.0
Age Mean age=S.D. 664+ 11.5 Age 20~39 29 53
Primary Lung 70 25.8 40~59 215 39.1
tumor site | Stomach, o5 9.2 60~79 281 51.1
esophagus 80 and over 21 3.8
Liver, biliary system, 25 9.2 Relationship Spouse 302 54.9
pancreas with patient Birth child 161 29.3
Colon, rectum 38 14.0 Others 84 15.3
Breast 55 203 “Sex Male 346 629
Kidney, prostate, 33 12.2 Female 108 36.0
bladder Age of patient | 20~39 4 0.7
Ovary, uterus 20 7.4 40~59 70 12.7
Others o S 18 60~79 341 62.0
PS 0 76 28.0 80 and over 135 24.5
1 121 44.6 ‘ Primary tumor ) .I‘.ung 154 28.0
2 55 20.3 site of patient | Stomach,
3 9 33 esophagus 107 19.5
4 4 1.5 Liver, biliary system,
pancreasry v 134 244
Colon, rectum 50 o.1
Breast 23 4.2
Kidney, prostate,
bladder 85 6.4
Ovary, uterus 16 2.9
Others 30 55
“Place of patient | General hospital 367 667
death PCU 143 26.0
Home 40 7.3
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Table 3 Requests for cancer treatment and palliative care

ltems Patients Families
n % n %
1. Medical care system 136 50.2) 177 322
(1) To reduce financial burden. 28 103 44 8.0

(2) To improve hospital system (shortening of the waiting time of outpatient department,
maintenance of the nurse of outpatient department, cooperation with other depart- 22 8.1 26 4.7
ments, overtime treatment).

(3) To improve and strengthen the cooperation of hispitals in communities (life support
during treatment, second opinion).

(4) To alleviate regional disparities in medicine. 15 55 22 4.0

(5) To disseminate and improve hospice and palliative care (dissemination of principle,
expanding the adaption of care, fulfilling hope of patients, cooperation with other 13 4.8 15 27

17 6.3 24 44

institutions).
(6) To increase cancer center, hospine and PCU. 11 4.1 12 2.2
(7) To alleviate the shortage of medical staff to improve their practices. 9 3.3 11 2.0
(8) To detect and treat cancer in the early stage. 8 30 10 1.8
(9) To improve access to hospitals. 7 2.6 10 1.8
(10) To prevent the transfer of medical staff. 6 22 3 05
2. Medical staff 82 30.3| 265 48.2
(1) To communicate with patients sufficiently. 22 8.1 88 16.0
(2) To explain physical condition, freatment and prognosis clearly for patients. 20 7.4 78 14.2
(3) To provide sufficient mental care for patients. 19 7.0 39 74
(4) To educate doctors and nurses to obtain suffieient knowledge and technique. 13 4.8 30 5.5
(5) To listen to the needs of patients immediately. 5 1.8 21 3.8
{6) To cooperate with medical staff in different departments. ] ) 3 11 9 16
3. Treatment 70 258| 122 222
(1) To develop new treatment. 19 7.0 27 4.9

(2) To value the individual preferences of patinets in treatment (the choice of anticancer
treatment, internal remedy, therapeutic method, life-support treatment and alternative 14 52 24 44

medicine).
(3) To obtain more information about treatment, and the effects and side-effects of
. 12 4.4 18 3.3
medicine.

(4) To discuss and decide treatment in patient/family-centered circumstances. 9 3.3 13 2.4

(5) To receive treatment in dignity. 9 33 13 2.4

(6) To decide treatment through discussion with medical staff. 3 1.1 13 2.4

(7) To obtain information about anticancer treatment. 3 1.4 8 1.5
___(8) To stay with patients who have no effective treatment. 1 04 6 1.1
4. Recognition and dissemination of palliative care in communities 35 129 30 55
(1);3bﬁg‘)v1de sufficient information about hospice and palliative care for the general 29 107 18 3.3
_(2) To counter negative publicity about hospice and palliative care. 6 22 12 2.2

5. Home care 31 114 39 741

(1) To expand the system of home care. 16 59 17 3.1

(2) To relieve concem with the current home care. 7 2.6 9 1.6

(3) To provide information about home care. 5 18 8 1.5

(4) 1 want to choose home care. 2 0.7 4 0.7
___(5) To disseminate home care (home nursing, nursing leave) in communities. 1 1 .04 102

6. Pain relief 29 10.7{ 105 18.1
(1) To relieve pain sufficiently. 26 9.6 88 16.0

(2) To remove the misunderstanding and negative images of drug. 3 1.1 15 2.7
_______ (3) To receive cancer treatment and palliative care collaterally. ...0.00 2 04
7. Family care 15 55 48 8.7
(1) To reduce physical, mental, social and financial burden of family. 15 55 37 6.7
{2) To educate doctors and nurses toconsider the hearts of famity. 0 00 11 20

8. Place of treatment 12 44 48 8.7

(1) To spend last days in hospice or PCU.
(2) To ask for the patient’s hope of treatment place.
___(3) To improve the medical environment of hospitals.
9. Notice of cancer
(1) To consider the hearts of patients to notice cancer.
(2) Cancer should not be noticed to patients.
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Table 4 Good points of cancer treatment and palliative care

Patients Families
ltems
n % n %
1. Medical staff 60 22.1| 466 847
(1) t trust and thank medical staff. 41 15.1| 240 436
(2) Medical staff was in good manner and gave detailed explanation. 14 52| 186 338
(3) Medical staff provided sufficient care. 4 1.5 24 4.4
(4) Medical staff was in good cooperation each other. 1 0.4 7 13
(5) Medical staff provided individual care. 0 00 5 09
(6) Medical staff planned interesting events. 0 00 4 07
o Painrelier T 29 107| 87 158
(1) Sufficient pain relief was provided. 29 107 87 158
3. Family care 8 3.0 28 5.1
(1) 1 thank my family and acquaintances. 7 2.6 14 25
(2) Medical staff counted the condition and the burden of family. 1 0.4 7 13
(3) Hospital stay of family was good. 0 0.0 5 09
(4) Medical staff granted family's voices. 0 00 2 04
4. Treatment 7 26| 44 80
(1) Sufficient treatment was provoded. 3 1.1 21 3.8
(2) Treatment respecting the intention of patients was provoided. 3 1.4 13 24
(3) | could decide treatment with media information. 1 0.4 10 1.8
(4) The QOL of patients was maintained. 0 00 0 00
'5. Medical care system 6 22| 22 40
(1) Early detection of cancer and early treatment were provided. 4 1.5 14 25
{2) The staff in charge provided continuous and comfortable care. 1 0.4 4 07
(3) Financial burden was decreased by insurance. 1 0.4 2 04
(4) individual support was provided in hospital. 0 00 2 04
(5) The local system of medicine was substantial. e 0 0.0 0 00
6. Place of treatment "3 14| 90 164
(1) | could have positive images of hospice and palliative care. 2 07 62 11.3
(2) The patient could stay in the preffered place (Home, PCU). 1 0.4 20 36
(3) Treatment environment was substantial. 0 00 8 15
7. Home care T 1 04| 20 36
(1) The system of home care was substantial. ) 1 04 ) 20 36 )
8. Notice of cancer T 0 00 6 1.1
(1) The notice of cancer was not provided preferably. 0 00 2 04
(2) Support to receive the notice of cancer was well provided. 0 00 3 05
(3) Preparation after death was well organized. 0 00 1 0.2
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