directive at the earlier stage of disease, especially for patients who need end-oflife care,"” because cognitive impairment
(e.g., delirium) is prevalent during the treatment for advanced cancer.® The advance directive is an “on-going process”, so
physicians and nurses should be involved in the discussion and planning of it. Previous studies have shown that 95% of
cancer patients feel it is important to discuss the advance directive,” and patients with an advance directive had a lower
risk of DNR refusal.?’ In fact, only 41-66% of cancer patients had an advance directive,”®*3' and they were not aware of the
urgency to have this document in place®. These studies indicate that although cancer patients realize the importance of an
advance directive, they tend to hesitate or postpone discussing it with physicians. If they are encouraged to think about
their advance directive, they could discuss and confirm it with physicians more actively. The current study shows that
questions about treatment preferences in PHR helped cancer patients to think about their advance directive, and most
patients appreciated the importance of this. Encouraging patients to ask questions about an advance directive can be a
starting point to prepare and discuss an advance directive with their physicians and families.

On the other hand, we found that some patients who were in the early stage of disease were shocked when they received
PHR containing these end-of-life questions. They tended to feel it was too early to answer these questions. Although an
early advance directive is important, the timing of its introduction should be carefully decided and sufficient instructions

are necessary.

The patient-perceived practical limitations of PHR

Some practical limitations of PHR were identified in this study such as the value of sharing records of PHR, which was
not well acknowledged by physicians and other staff. Therefore, the patients did not receive sufficient explanation about
the benefits of using PHR. Previous studies also suggested that PHR should be acknowledged by most clinical staff in a
certain area to facilitate the use of PHR throughout the region.’? If the clinical staff are either not aware of PHR or used to
them, then patients will be unwilling to show their PHR to them. In general, physicians and other clinical staff have not
been strongly motivated to use PHR,'* '* thus staff should be encouraged to use PHR practically.

The results of this study also showed that patients hesitated to have PHR because they did not want others to know they
had cancer. This finding is consistent with the previous study that indicated the same-designed PHR could be a stigma for
cancer patients.’ Therefore, maintaining privacy is one of the important aspects in disseminating PHR. To overcome this
barrier, we supplied envelopes or a carrier bag for their PHR in to avoid bringing it to people’s attention when patients have
their PHR with them, which was appreciated by most patients.

Our study revealed that some people simply dislike writing in or carrying their PHR, which are important features of
utilizing a PHR. Patients who have limited physical strength tended to have difficulty in taking notes in their PHR. In fact,
there are strong advantages for cancer patients in using a PHR, such as communication with clinical staff, better
understanding of treatment and supported decision-making. To achieve these advantages, the cooperation of clinical staf is
essential so that the practical barriers discussed in this section above can be resolved first.

Finally, some limitations of this study exist, because it is based on the content analysis of the interviews of 50 cancer
patients. The generalization of the study results should be carefully discussed. It should be noted that participants used
“My chart” for only approximately three months so that the long-term usage of PHR is unknown. Participants who stopped
using PHR before the three-month period were not included in this study, which could have biased the recorded
comments. In addition, this study only focused on the patient-perceived usefulness and limitations of PHR and following
studies with more objective methods will be needed.

In conclusion, PHR can be helpful in facilitating the communication between patients and health-care professionals,
patients and family members, and between patients. The use of PHR can increase patient participation in decision-making.

Patients particularly appreciated the written form of questions focusing on treatment preferences. Several obstacles to the
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dissemination of PHR throughout regional areas are, the undervaluing of the role of PHR for both patients and health-care

professional, patient preference for their own way of recording information, concerns about privacy, and unwillingness to

participate in decision-making. The widespread use of PHR requires substantial and long-term efforts to overcome these

obstacles with both patients and health-care professionals.
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Abstract

A team approach is efficient in palliative care for cancer patients. People suffered from
cancer have a right to receive high—quality palliative care earlier in cancer treatment. In
Japan the National Act for Strategy against Cancer was enacted in 2007. Systematic educa-
tional programs supported by the Ministry of Health Labor and Welfare has been con-
ducted for medical staffs, home care staffs, local pharmacists, care managers etc. at
core institutes in each district. Pain control is still major target for cancer palliative
medicine. Recently various types of opioids can be used routinely in daily clinical setting
for Japanese cancer patients. Complementary and alternative medicine (CAM) may also
effective in some patients but further study for proving scientific evidence in CAM should
be warranted. Tailor-maid pain control will be established in the near future with molecular

based pharmacogenomics.
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