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A survey on palliative home care in rural Japan

Miki Akiyama”, Motohiro Matoba®, Toru Takebayashi®,
Chiyuki Nakanome” and Yoichi Matsubara®

1) Faculty of Policy Management, Keio University, 2) Division of Palliative Medicine, National Cancer Center,
3) School of Medicine, Keio University, 4) Tsuruoka Medical Association, 5) Shonai Hospital

Purpose: Palliative care is an essential part of integrated cancer treatment. This study aimed to identify general
practitioner (GPs)' perceptions of palliative care and the difficulties they encounter in providing care to terminally
ill cancer patients. Methods: Japanese GPs in a rural area where palliative care resources were inadequate were
surveyed by questionnaire. Using the questionnaire, researchers visited 62 clinics in the area and carried out semi-
structured interviews to identify problems and to investigate possible ways to promote the provision of palliative care
by GPs. The transcripts were manually coded into descriptive and interpretive categories. Results: Seventy seven out
of 95 responded to the questionnaire (effective response rate: 81%). Experience of pain control was inversely related
to the extent of the GPs’ perceived difficulties in providing palliative care. Lack of hospital support and understanding
of patients and their families were also barriers to the provision by the GPs of palliative care to terminally ill cancer
patients at home. The suggested solutions were: to provide seminars for doctors in the area to improve their pain
control and other clinical skills; to build up good relations between the doctors in hospitals and clinics in the area;
and to educate patients, families and the community at large in the necessity of palliative care. Conclusion: Our study
indicated that building up good inter-organizational relations among physicians and educating the community were
important in order to promote GPs’ participation in palliative care.

Palliat Care Res 2009; 4(2): 112-122

Key words: palliative care, home medicine, clinic, medical affiliation
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Table 1 Availability of general practitioners to provide home care for cancer patients in rural Japan
Available for home | Will possibly be available for home care in the
care at present future *
Yes No Yes | onthe r No
situation probd:lllty
Cancer care
Home care for early-stage cancer 9(18%)  42(82%) | 4(10%): 7 (18%) ! 5(13%) i 24 (60%)
Home care for advanced-stage cancer 13(27%) i 36 (74%) | 2 (6%) 5(14%); 3(8%) :26(72%)
Home visits limited to general practitioner’s - —— 723%): 5(17%) i 4(13%) | 14 (47%)
preferred field (s)
Participation in a group practice program for 2(4%) 47(96%) | 7(16%): 7(16%) i 11 (24%) i 20 (44%)
palliative care
End of life care 20(39%) : 31 (61%) | 1(3%) 0 (0%) 5(17%) | 24 (80%)
Pain management , !
Management with opioids including oral and | 15(29%) | 36 (71%) | 3 (8%) 6(17%) i 5(14%) i 22 (61%)
suppository morphine ;
Management with continuous subcutaneous 2(4%) :49(96%) | 2 (4%) 6(12%) : 7 (14%) | 34 (69%)
injection of opioids
Management with continuous intravenous 2(4%) {49(96%)| 2(4%) 3 (6%) 6 (12%) : 38 (78%)
injection of opioids
Pain control with epidural injection 1(2%) {50(98%)| 0 (0%) 4 (8%) 1(2%) : 43 (90%)
Management of opioid-induced nausea and 8(16%) | 43(84%) | 3 (7%) 9(21%) i 7(17%) i 23 (65%)
vomiting
Management of opioid-induced constipation 9(18%) : 42(82%) | 4(10%) ! 9(21%) ! 6(14%) : 23 (55%)
Management of exacerbated pain 9(18%) i 42 (82%) | 2 (5%) 8(19%) i 5(12%) i 27 (64%)
Physical symptom management
Alleviation of dyspnea 4 (8%) 47 (92%) 0 (0%) 8(17%) i 3 (6%) 36 (77%)
Alleviation of fatigue 7 (14%) : 44 (86%) 2 (5%) 10(23%) i 5(11%) | 27 (61%)
Treatment of adverse effects of anti- cancer 3(6%) :48(94%) | 1(2%) 8(17%): 5(10%) : 34 (71%)
treatment (e.g. chemotherapy)
Psychological management
Psychosocial support for cancer patients B6(12%) i 44 (88%) | 2(5%) | 11(25%): 7 (16%) i 24 (55%)
Psychosocial support for family members 7(14%) i 44 (86%) | 3 (7%) 9(21%)  6(14%) | 24 (57%)
Treatment of depression 6(12%) | 45(88%) | 2(4%) i 11(24%): 6(13%) | 26 (58%)
Treatment of delirium 5(10%) : 45(90%) | 1(2%) 10(22%): 5(11%) i 29 (64%)
Treatment management :
Management of enteral tube feeding 13 (26%) | 38 (75%) 2 (5%) 8(21%) i 2(5%) i 26 (68%)
Placement of feeding tubes 7(14%) | 44 (86%) | 3(7%) :10(23%): 2(5%) | 29 (66%)
Management of enteral feeding by 12(24%) : 39 (77%) | 3 (8%) 5(13%) ¢ 4 (10%) | 27 (69%)
gastrostomy
Management of intravenous hyperalimentation| 1(2%) i 50(98%) | 2 (4%) 5(10%) : 4(8%) i 39 (78%)
Qutpatient chemotherapy 4(8%) :47(92%) | 1(2%) 7(15%) i 4(9%) i 34 (74%)
Oral anticancer drug prescription 10 (20%) | 41 (80%) | 4(10%) ! 8(20%) : 8 (20%) : 20 (50%)
Management with nephrostomy 3(6%) :48(94%)| 0 (0%) 1(2%) 7 (15%) | 40 (83%)
Management with balloon catheters 15(29%) i 36 (71%) | 5(14%)i 5(14%): 0(0%) | 26(72%)
Management with long tubes for ileus 2(4%) {49(96%)| 1(2%) 3 (6%) 6 (12%) ; 39 (80%)
Management with percutaneous 3(6%) :48(94%) | 0(0%) 4 (8%) 6 (13%) : 38 (79%)
transhepaticcholangio drainage (PTCD)
Management of decubitus ulcers 23 (45%) i 28 (65%) | 2 (7%) 6(21%): 3(11%): 17 (61%)
Conservative treatment of pathological 5(10%) : 46 (90%) | 2 (5%) 5(12%) i 5(12%) | 31 (72%)
fracture
Bisphosphonate therapy 3(6%) {48(94%)| 7(15%): 2 (4%) 6 (13%) | 31 (67%)
Care of lymph edema 3(6%) {48(94%) | 1(2%) 6(13%) | 10 (22%) | 29 (63%)
Management with home oxygen therapy 18 (35%) : 33 (65%) | 2 (6%) 2 (6%) 2(6%) :26(81%)
Night emergency calls 17 (33%) i 34 (67%) | 0 (0%) 3 (9%) 4 (12%) | 27 (79%)
Oral care 6(12%) | 44 (88%) | 1(2%) | 11(25%) : 8 (18%) : 24 (55%)

* Limited to GPs who were not providing home care at the time of the survey
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Table 2 Barriers to the provision of home care

Category/ Subcategory General practitioners’ (GPs') comments

(D Concerns about skills
Pain control
No clinical experience of opioids, although | am certified to administer them.
No clinical experience of continuous subcutaneous injection of opioids, although | have administered oral and
Can't distinguish between different dosage forms such as patches, oral capsules and suppositories, since | don't use
opioids in daily practice at all.
Skills and knowledge related to palliative care and pain control are scarce in this area.
Recent experience has made me realize that | need to gain more knowledge and skills related to pain control.

Other skills
| have no confidence in such treatments as gastronomic feeding and at-home IVH, since | have had no clinical

experience of them. The increasing number of incident reports also discourages me from attempting them.

@ Concerns about support and collaborative relationships with core hospitals
Hospital backup in emergencies
There is no hospital support once a patient is discharged.
Backup hospital beds for use in emergencies are would encourage home care service.
The biggest concern patients’ families have about home care is the lack of emergency beds in core hospitals

available if there is a sudden change in the patient’s condition.
Access to a hospital pain confrol unit should be retained even when a patient is receiving care at home from a GP.

Availability of palliative care specialists for consultation
Consultation services should be provided by a core hospital; at present, they aren't.
GPs in the area need ready access to hospital palliative care specialists.

Lack of hospital-clinic cooperation
Patients are seldom referred back to GPs after treatment at a core hospital.
Few patients are referred to GPs after treatment at a core hospital.
Hospitals refer patients to GPs too late: detailed information about patients should be shared, starting right after a
surgery.
A good patient-physician relationship should be established before the terminal care starts.
Patients tend to be discharged too late: 2-3 months is a desirable home care period.
One hospital referred a patient to me just before the patient died.

@ Readiness of patients, their families, and society as a whole to accept home care
Lack of understanding about home care
It is questionable whether families actually prefer homecare.
Families feel insecure when a relative is discharged from the hospital.
The concept of home care at the terminal stage of an iliness is not well accepted by society.
It is difficult to build up a good trusting relationship with patients’ families, as they tend to rely more on hospital
specialists.
Families are sometimes criticized by their neighbors for keeping very sick relatives at home.
Communicating with a patient’s family, especially when they are not living together, is difficult.

Loss of confidence in the home care system when the patient’s condition changes
There is a tendency for families to request hospital admission for a relative right before death.
Family members tend to give up at toward the very end.
Families get womn out if of the patient's discharge from the hospital is not timed carefully.
Even when families want to care for their relatives at home, they lose confidence as the illness becomes advanced.
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Table 3 Possible measures to promote the involvement of general practitioners (GPs) in paliative care

1) Training and seminars

Seminars or conferences at which GPs and hospital specialists can discuss the appropnate timing of discharge are
necessary.

| want to learn the necessary skills to carry out procedures like continuous subcutaneous injection of opioids and
nephrostomy.

| think 1 would be able to deal with such procedures as continuous subcutaneous injection and nephrostomy if | were
trained; | just happen not to have received training.

Doctors with different specialties focus on different issues, so seminars that can bring all the specialties together
need to be organized.

| would like to attend seminars on useful procedures such as IVH and continuous subcutaneous injection.

Training is needed for all professionals, including home care nurses and care givers.

2) Good relationships between hospital doctors and GPs

| want to enter into detailed discussion with hospital specialists as soon as the patient is diagnosed.

Time is needed to build up a relationship with a patient, so hospitals should provide more information in advance of
the patient’s discharge.

Networks are needed to establish close relationships between GPs and hospital specialists.

Hospitals providing cancer treatment and GPs should collaborate to provide good care.

Besides a reply to my referral letter, | want to know details about the progress of my patients after operations or
treatment in the hospital.

3) Support from hospital palliative care team
The core hospital should be ready to treat any patient who needs emergency pain control at any time.
The core hospital and the 3 other hospitals in this area should cooperate to support patients according to the stage
of their disease and symptoms.
The first step is to establish a system which enables hospitals to discharge their patients so that they can receive
care at home, and the second step is to establish a back-up system for emergencies.

4) Group practice
It is impossible for one doctor to be available 24 hours a day. Three doctors working as a group can take care of
more patients, but there are very few doctors who are prepared to cover nights.
Group practice widens the range of care and treatment that can be provided.
| think group practice and medical networks are effective, but my clinic is a long way from the city.
Group practice requires trusting relationships among member doctors. We need to establish a system of group
practice as the norm.

5) Education of patients, families and citizens
Whether the family is ready to deal with it is the key to whether a patient can die at home.
Some families prefer to communicate only with hospital doctors. Patients and their families need to be better
educated about medical services. ;
Education about health and disease prevention is also important in this area.
Citizens need to be engaged in frank discussions about life and death.
It may take a long ted to change citizens’ perceptions of and attitudes toward home care.
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