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Abstract

Quality palliative care is required in the community level and interaction among multidisciplinary practitioners from
various regions might be useful for improving the community palliative care. The aims of the present study are 1)
to evaluate the participant-perceived usefulness of the interactive conference of multidisciplinary multiregional
healthcare practitioners, and 2) to clarify the areas to be improved in the community palliative care raised by the
conference. A total of 336 multidisciplinary practitioners from 4 areas of Japan participated into the conference.
Overall more than 80% of the participants evaluated the conference as very useful or useful; and more than half
reported that the conference was very useful or useful to “get a concrete solution of the obstacles” and to “utilize the
lessons though the conference as a means to improve quality of care in their own community”. The areas to be
improved identified are; 1) develop an interactive networking among healthcare practitioners and/or organizations
in the community; 2) develop system of quality and easily-available specialized palliative care service; 3) improve the
knowledge and perception of medical professionals about palliative care and home care; 4) develop a collaborative
care system between hospitals and community healthcare practitioners and/or organizations; 5) develop a
collaborative care system among community healthcare practitioners and/or organizations; 6) optimize existing
resources available in the community; 7) improve the perception of patients and the general public about palliative
care, home care, and cancer; and 8) revaluate the regulations, law, healthcare system, and financial or human
resources at the social level.
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Patient-perceived usefulness and practical limitations of patient-held
records for cancer patients in Japan: OPTIM study

Abstract

Background

The use of a patient-held record (PHR) system for cancer patients has already been introduced in many countries.
PHR is a supporting aid for organizing important information, patient understanding of care, and decision-making.
Objective

To investigate the patient-perceived usefulness and practical limitations of an originally developed PHR called “My
chart”.

Methods

Fifty cancer patients were recruited from two regions in Japan. They used “My chart” for more than three months
and participated in semi-structured interviews concerning the usefulness of PHR.

Results

The content analysis revealed the following benefits of using PHR: 1) increase in patient-staff communication; 2)
increase in patient-family communication; 3) increase in patient-patient communication; 4) increase in patient
participation in treatment; and 5) aid to patients’ decision-making. The primary limitations of disseminating PHR
were also indicated: 1) lack of patients’ acknowledged values of sharing information among health-care
professionals; 2) insufficient recognition by staff of the role of PHR and the value of sharing information among
health-care professionals; 3} unwillingness of patients to participate in decision-making; 4) protection of patients’
privacy; 5) burdensome nature of self-reporting; and 6) preference of patients for their own ways of recording
Conclusions

PHR can be helpful in facilitating communication with patients and patient participation in decision-making. A major
barrier to the dissemination of PHR throughout the region, is the undervaluing of the role of PHR for both patients
and health-care professionals. Disseminating PHR throughout the region will require substantial long-term efforts.

Introduction

Hospital care has become increasingly specialized in many countries such that patients with long-term diseases, such as
cancer, tend to visit multiple health-care institutions and see many medical health professionals for treatment.? These
circumstances can result in the fragmentation of care, with patients facing unnecessary hospital visits or treatment
decisions that may be against their wishes.”® One way to avoid this eventuality is to make patient heath records readily
available to health-care professional regardless of their location.* Difficulties arise in sharing patient information with other
facilities because many hospitals have a self-determining system of patient health records.

A patient-held record (PHR) is a tool to help patients organize their health records and other important information to
facilitate the provision of quality care. The patient can show their PHR to their primary physicians or other health-care
professionals to share their personal health records effectively. To date, PHR has been introduced mostly for cancer
patients.* ® In randomized clinical trials, cancer patients appreciated the use of PHR as an organizer,” or as an aid to their
understanding of care and decision-making.® A global consensus has developed that patients should be more engaged in
the decision-making of treatment.® This can be a challenging process for both patients® and clinical staff,® who often
hesitate to fully discuss the circumstances of a patient’s treatment. Thus, supporting aids for decision-making are needed
and should be used more practically.!® !

Empirical studies have indicated that the dissemination of PHR often produces multiple practical difficulties. Firstly,
health-care professionals often do not welcome the use of PHR because it increases their workload,*** through having to

understand its use and explain this to their patients. Secondly, some patients dislike having a PHR because of a perceived
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loss of privacy.!® These limitations are actually essential features of PHR at the community level, so effective steps need to
be developed to increase acceptance of PHR among patients.

In this study, a PHR called “My chart” was developed as a part of a regional intervention study to improve the quality of
palliative care at the community level. This was termed the Outreach Palliative care Trial of Integrated regional Model
(OPTIM) study in Japan.'® One of the aims of the OPTIM study was to standardize and improve the continuity of palliative
care in the community. “My chart” was developed as a tool to improve the availability of patient information at the regional
level. To date, the studies of PHR have been developed in America and in European countries but no similar study had
been conducted in any Asian country. Therefore, we focused on whether a study of the use of PHR in an Asian culture
would provide new insights in this field.

This multi-regional interview-based study aimed to clarify both the patient-perceived usefulness of PHR for cancer

patients, and the patient-perceived practical limitations of PHR.

Methods

“My chart”

There is no fixed format for PHR, so the contents of “My chart” were developed as a result of discussions among
clinicians from the study areas and researchers in the OPTIM study. The format was based on previously published
descriptions of PHRs and the existing PHRs available in Japan. “My chart” is an A4-sized paper-covered folder containing
nine pages in the following sections: patient personal profile (name, address, birthday date, blood type); patient medical
history (disease, the course of disease, the presence of allergy medicine); lists of health-care institutions where the patient
currently receive treatments; multiple contact numbers available in an emergency (names of contact person, telephone
numbers); emergency instructions for the patient and family (e.g., when the patient have nausea, he/she will ...); the name
of the designated person to receive informed consent; preferences for end-of-life care (informed consent, place for
treatment, do-not-resuscitate (DNR)); patient-reported diary; and a pocket to hold important papers (the Japanese version
of “My chart” is available to download at http://gankanwa.jp/tools/pro/pdf/karte2.pdf).

One unique feature of “My chart” is that it contains questions about preferences for end-of-life treatment. There were
some previous PHRs with an advance directive,” yet “My chart” contains more specific questions about the patient’s
preferences for informed consent, place of death, and a DNR order. The rationale for including these questions is that they
can be an educational aid to prompt the patient to think about their future preferences. Despite the importance of an
advance directive, especially for patients in end-oflife care,”” very few patients had discussed and prepared an advance
directive.’® ° It is rare to prepare written questions concerning an advance directive for patients in hospital settings, and

therefore this study represents the starting point for this approach in Japan.

Participants

The participants in this study were patients selected on the basis of the following criteria: they had a diagnosis of cancer;
they were over 20 years of age; and they were receiving outpatient chemotherapy. To disseminate “My chart” in the
community, we initially introduced it to patients undergoing outpatient chemotherapy. This group was chosen because they
already receive their personal health records regularly and organize the records themselves in outpatient settings. Patients
who had dementia or other cognitive impairment were excluded. The patient group was recruited from two general
hospitals, the Shonai General Hospital (Yamagata) and the Seirei Mikatahara General Hospital (Shizuoka) in Japan. The
study was approved by the Institutional Review Boards (IRB) at these hospitals and all participants provided written

informed consent.
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Design

Semi-structured interviews were conducted between January, 2009 and January, 2010. Suitable patients who visited
these hospitals for outpatient chemotherapy received “My chart” and were asked to participate in an interview study for at
least three months. All participants took part in an interview of approximately 30-45 minutes duration and they were audio-
taped. The interviewer was either a nurse or a social worker, and they followed the same interview guidelines. The
interview questions enquired about the overall usability of “My chart” and how they were actually used. The sample size

was justified by recruiting participants until data saturation occurred.

Analysis

Content analysis was conducted with transcribed and anonymized text records of the interviews. Two independent
researchers processed the interviews using the following steps: 1) line-by-line coding was performed; 2) texts which were
not related to the use of “My chart” were excluded; 3) conceptualization and categorization were repeatedly performed
until the complete agreement of all researchers was achieved; and 4) formulated categories were reviewed and supervised

by experienced palliative and community care specialists.

Results

Demographic background

Fifty participants were interviewed (29 participants were from Yamagata and 21 were from Shizuoka). The mean age was
66.49 years (5.D.=11.53), and 70% (n=35) were male. The sites of cancer were prostate (n=19), stomach (n=11), breast (n=8),
colon (n=3), pancreas (n=3), kidney or bladder (n=2), lung (n=1), esophagus (n=1), bile duct (n=1) and unknown (n=1).

The patient-perceived usefulness of PHR for cancer patients
The content analysis of interviews identified the following five benefits of using PHR for cancer patients; 1) Increase in
patient-staff communication; 2) increase in patient-family communication; 3) increase in patient to patient communication;

4) increase in patient participation in treatment; and 5) aid to patients’ decision-making (Table 1).

1) Increase in patient-staff communication

The PHR was used as a communication tool to facilitate communication between patients and clinical staff. Some patients
indicated that writing in their PHR made it easier to communicate than directly speaking to the staff (n=4). The PHR was
especially welcomed when the patients needed to discuss complicated topics that were difficult to explain, or topics that

were especially personal or confidential.

‘I can write about things that are difficult to talk about with a doctor.’

Patients could explain their conditions more accurately or express their wishes for care more easily (n=10), so that

relationships between patients and staff were more frank (n=4).

‘T note my level of pain in it [PHR] and show it (to staff). It'’s good and easy to report my pain by writing on paper.’
‘I think this [PHR] makes it easier for me to talk to staff.’

Clinical staff could also understand the complaints of patients by reading their reports of characteristic symptoms in
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Table 1. Categories and item examples of the patient-perceived usefulness of PHR for cancer patients

1. Increase in patient-staff communication

1 can communicate with staff in
writing about topics that I feel
difficulty talking about (n=4)

If I show this [PHR] and the staff understand me, then I don't need to explain
myself a lot in front of everyone.

It's good (to show PHR instead of talking) hecause nohody can listen to me.

] feel it is eacier to tell staff about

| _|my symptoms and wishes for care

(n=10)

1 can express my hopes and explain the reasons for things better than when I
didn't have this [PHR].

Well, if | have this [PHR], I can show that | have treatment in hospital to my
doctor in a clinic, which is difficult to communicate orally.

1 think writing memos (in PHR) is useful for my family when they have
messages or gquestions for my doctor.

I feel it is easier to talk to staff

n (r=4)

1 can talk to the doctor, the radiation doctor, and anyone else when I show
this [PHR]. It makes my treatment easier.

I didn't say anything before because I didr’t have such information (in PHR). 1
only answered what 1 was asked. Now, I can talk easily (to staff) by showing
this [PHR].

I feel comfortable knowing that the
staff understand my disease
condition (n=5)

Wall, I take notes (in PHR) and have regular checkups, so I feel comfortable to
consult staff in emergency situations.

I appreciate that my doctor writes detailed comments (in PHR) and that [ can
show my notes and describe my condition.

My doctor reads this [PHRI]. I write some questions that 1 forgot to ask
beforehand here (in PHR), and he reads them. It's safe.

[

. Increase in patient—family communication

I can share information about my
disease condition and treatment

_with my family (n=7)

I have my family and I think it's good to show this [PHR] to young people in
my family. | can describe my condition and ask for their cooperation, or have
a talk.

1 understand how ] am getting better when I talk to my doctor, and say, “OK, I
understand”. However, | forget what [ heard when I get home. If [ jot down
some memos in it [PHR], I can remember and talk about them with my family.

My brothers and I live far apart. Therefore, I tell them about my test results
by phone or by e-mail. However, when they return to their parents, they have
a chance to see this [PHR], which is good as a file packed with information. It
may be good as a record for the family members who rarely come back home
and meet up. | write down what my doctor says tc me, so it's good.

I can tell my family about my
decisions and feelings (n=3)

In my family’s case, they all know about my disease, and 1 want them to. |
want to explain my wishes clearly, so [ show this [PHR] to them.

%)

. Increase in patient-patient commun

ication

] feel connected to other cancer
patients (n=3)

I guess it [PHR] encourages me. Well, I think about my disease, and patients
with the same disease can share their thoughts and get better together.

PHR opens a line of communication
with other cancer patients (n=3)

In this sense, my [PHR] creates & connection with someone who [ dor't know
at all, someone [ can talk to.

B

. Increase in patient participation in t

reatment

I can understand the current state
of my disease condition and
treatment (n=16)

Compared with the former treatment, I think that I now understand my
condition better.

1 can understand my condition such as getting better. It means that I can see
myself ohjectively.

1 can understand the course of my

|_|treatment (n=17)

1 can look back on my medical records. | can see whether my condition has
sot better or worse.

1 knew my illness was not good from the beginning. I'm worried, but [ also feel
relieved to know what will go on in future. Knowing, rather than not knowing,
which parts of my body are bad makes me more relaxed.

1 get motivated to actively
participate in treatment (n=5)

I have to record my medical condition (in PHR), so I tend to look back and
observe my disease and body. This [PHR] gives me an opportunity to observe
myself carefully.

Writing tells me, 'Well, 'm getting better’ or, "Here is bad, so [ have to be
careful. I think my viewpoint has changed a little.

a

. Aid to patients’ decision-making

| |l can sort out my feelings by writing

(n=5)

[ confirm my feelings {in PHR), so I've written a lot, you know.

I leave messages for my family (in PHR). Qur children have their own families
so we (my husband and I) don’t want to bother them. We can sort out our
ideas by writing.

I think about my choice of
treatment and future life seriously

u (n=4)

These {questions about advanced directives) are good to be written down (in
PHR), just in case. This was an opportunity to think about future perspectives

I didr't feel uncomfortable at all. Actually, I thought I had to think (about my
future) by reading this [PHR].

[ want someone to know my future
decisions (n=3)

1 think that I write my requests here (in PHR) just in case.

If I write my wishes, such as which hospital | want to go to when [ take an
ambulance, this may come true.
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PHR and offer appropriate treatments. Patients were relieved to know that staff understood their disease conditions (n=>5).

‘If my family looks at this [PHR], everyone can share and understand the course (of my treatment) without explanation.’

2) Increase in patient-family communication
PHR was used as a communication tool to help patients to communicate with their family. Patients could share their
records with their family (n=7), so that their family could understand their conditions and their medical requirements more

easily.

‘I write and place it [PHR] in the living room, so every family member can look at it and know about the disease, and we

share our feelings.’

Patients can also use the PHR to tell others of their decisions or feelings about their disease (n=3). Notes in their PHR
contained the patient’s will, thereby enabling their family to read the patient’s wishes in case their condition worsened and

they could not express their feelings verbally.

‘T am not so bad now, so I can express my feelings verbally to my family. Nonetheless, I think it’s good to leave my will

clearly in writing.’

3) Increase in patient-patient communication
PHR was used as a communication tool to help patients to communicate with other patients. PHR made patients feel
connected to other patients (n=3), and opened a line of patient-patient communication (n=3). They knew that a person who

had the same-designed PHR was a cancer patient, so they felt connected and started to communicate with each other.

‘A person who has the same PHR came to say something to me, and I felt well connected and she seems like a friend.’

‘The person sitting next to me said, “Oh you have the same one [PHR] as me”, and we started talking.’

4) Increase in patient participation in treatment

PHR was used as an understanding tool to help patients to know and participate in their treatment. Patients could better
understand the current state of their disease and treatment (n=16) and their course of treatment (n=17). It became habitual
for patients to store medical records in their PHR as they received them, so that useful information was kept together in

PHR. As a result, they could easily find needed information and remember important topics.

‘As explained by my doctor first, in my case, I have to do a blood test, and then, the kind of chemotherapy to be used is
decided. So, I can check or see my records and what to do next by myself”’
‘So far, [ kept my illness records by myself (in PHR). The records continue in a timeline, so I can easily compare the test

results.’

Looking back on their PHR gave the patients the opportunity to observe themselves and they became more interested in
participating in their treatment (n=5).

‘I can see data, such as tumor markers. 'm not as concerned as before, but I tend to look at data and think by myself. I
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bought a book about home medicine or something, you know. It’s good, I think.’

5) Aid to patients’ decision-making

PHR was used as a decision-making tool to help patients to decide on their treatment. PHR contains questions about
treatment preferences (e.g., informed consent, place for treatment, DNR) and some patients realize the importance of
decision-making when they read the questions. Some patients sorted out their feelings by writing notes in PHR (n=5), and
started to think more seriously about their future (n=4).

‘Well, I read clear questions (about advanced directives). I can make choices by myself, or I can sort out (myself and
confirm) which treatment I want to take from now on.’
‘I started to think (about the choice of treatment) after reading this [PHR].’

Patients also wanted someone to know their future decisions (n=5). They wanted to leave messages to their family or

clinical staff so they could understand their ideas in case something happened to them to prevent this communication.

‘In my case, I write it myself. My husband knows about my disease very well, and my kids also know, but I don't tell
them my (wishes) in certain cases. I'm not willing to say some things, but in case something happens to me, I think this

[PHR] is useful to express my wishes.’

The patient-perceived practical limitations of PHR

The content analysis found the following six patient-perceived limitations about using PHR for cancer patients: 1) the
lack of patients’ acknowledged values of sharing information among health-care professionals; 2) insufficient recognition
by the staff of the role of PHR and the value of sharing information among health-care professionals; 3) unwillingness of
the patients to participate in decision-making; 4) protection of patients’ privacy; 5) the burdensome nature of self-reporting;

and 6) the patients’ preference for their own ways of recording information (Table 2).

1) The lack of patients’ acknowledged values of sharing information among health-care professionals
The values of using PHR were not presented to patients properly. Patients who used PHR did not receive the correct

information about it, so that they were not sure why they should use PHR (n=13).

‘I don’t know when and where to show this [PHR] to staff. Well, what is the answer? I don’t show it at reception, right?
Do I show this to the nurse I meet first? Do I show all of these notes or only the paper that I wrote today? Well, there are a
lot of people (in hospital) and there is little space to place this.’

2) Insufficient recognition by the staff of the role of PHR and the value of sharing information among health-care
professionals
Clinical staff did not understand how to and why use PHR to share information with staffs in other facilities. These staff

did not read or give comments when their patients show PHR, so patients could not accept its value (n=12).

‘My doctor didn’t seem interested in my records.’
‘There are some staff who don’t know this chart [PHR]. Well, only at first. When I received this first. The social links are
bad.



Table 2. Categories and item examples

of the patient-perceived limitations of PHR

1. Lack of patients’ acknowledged values of sharing information ameong health—care professionals

No sub-category (n=13) [ thought this [PHR] is made for Shonai Hospital, so I didr't use it at other
L hospitals. I just didn't know how to use it.
I know I can show this [PHR] at other hospitals. However, I didn't know about
L |the pharmacy use
So, if my doctor has some comments for me, this [PHR] will be useful, but he
L doesn't have any at the moment.
[ thought that my doctor will say to me that I should bring this [PHR]. So, 1
don’t (use PHR) at all. I don't go to another hospital, so 1 just don’t know.
After [ received this [PHR] here, | haven't used it at all.
2. Insufficient recognition by staff of the role of PHR and the value of sharing information among health-care

professionals

No sub-category (n=12)

[ take notes, but my doctor doesn’t read them. [ file papers by myself. If he
reads my writing, and checks my pain and medicine, or sees me at any time,
then I think it's worth it.

At the pharmacy, | put this [PHR] in a bag. However, the pharmacist didn’t

isay that he wanted to see it.

I wrote a lot at first, but no one gave me any comments, so it's useless.

I show this [PHR] to the nurse, but she doesn't seem to read this. Well, 1
thought that this is for statistical purposes, not for my treatment. I think that
the staff don't read this.

[

3. Unwillingness to participate in decision-making

I leave everything to staff (n=25)

Hmm. I don’t know about the treatment at all. I'm just satisfied with what my
doctor does for me now.

(My doctor explains) what to do to survive, which medicince to use, and..well, I
can understand to some extent, hut forget most of it. My only interest is how
my disease has changed. What to do for my disease or how to do it.1 have no
idea at all.

You know, what the doctor says is right. We should not complain.

When [ take a blood test, | get the result sheet, but | can’t understand what
the terms mean. [ can’t understand it by myself/ The factors that have got
better or worse are marked, but I don’t know the reason for the changes.

In detail, you know, if you know your disease in detail, it makes you annoyed
So, ho, I don't ask in detail.

1 do not know. I do not know, so I don't worry. It's better not to know a lot. If [
understand my body very well, what can I do? I don’t know, and my life goes
on

1 do not want to think about the
future yet (n=7)

When I received this PHR, I felt like | was on the rail of (cancer patients who
have to think about the end of life), so | was very shocked. The day when |
received this PHR, | was very shocked.

When my condition gets worse, and this [PHR] gets important, I think I should
show it to someone, but at the moment, I'm good, so | write to confirm that
I'm OK.

1 don't think about the future when my condition gets worse yet. [ don't have
any idea if I will suffer cardicpulmonary arrest, so my ideas haven’t taken
shape.

=

. Protection of patients’ privacy

I do not want some people to know
that ] am a cancer patient (n=3)

If healthy people have these things (which suggest that they are cancer
patients), they may feel uncomfortable, so I think more consideration is
needed,

I don't talk (to the staff of other hospitals) when I take treatment at Shonai
Hospital. Well, if I get an injection, I think | say something However, when |
only have medicine, [ don’t say anything Well, I don’t want to hear someone
saying that | can’t come here and must go to another hospital. This place is
local for me.

I do not want to share my records
|_|with others (n=11)

[ nearly left this [PHR] at general information once, so I stopped bringing it
outside. It is a private thing so [ dont want anyone to see it.

1 cometimes left it at home, so my mother, well I don’t think she comes into
my room and looks at it, but I'm afraid that she could look at it by herself

although | keep it out—of-sight.

Well, the disease is mine. My hushand watches my symptoms and understands
when [ am in a painful condition. But [ think I should takes notes by myseif. So,
I don't ask him, and write by myself.

| feel somewhat distinct, you know. Cancer patients like me tend to hide our
disease, 50 I think most people tend to hesitate to have this [PHR]L

I do not want my doctor to know
that | go to another hospital, as
this may make him/her feel bad
(n=1

1 don't want to hother my doctor. I don't want him saying ‘He came to see me
after going to another hospital”

o

Burdensome nature of self-reporti

I am bothered by writing (n=15)

Wall, just speaking is OK. [ don't need to write. Wiriting, if you like it, it's OK, but
for those of us who only graduated from middle school, we prefer not to write.

It's bothersome, for me, every week now. | have used the same medicine
every week from July. My symptoms don’t change a lot, so the same situation
continues. It's bothersome to take the same notes every time. If anything
changes, it’s fire, but little changes, so it's a bit bothersome.

| feel a lack of power for writing
(n=1)

Well, if I do this [take notes in PHR], [ have a fever for ten days and | can't
write anything. [ just go to bed.

I am bothered by carrying PHR
(n=4)

First, I brought this when I came to the hospital, but it’s too much to carry. In
addition, my body is gradually weakening so [ have to reduce my baggage.
Now;, | only bring paper, like this.

&

Preference of patients for their own

ways of recording

1 already have another notebook to
record my course of treatment
(r=4)

When you have this medicine, you get a medicine handbook.

I prefer talking to staff than writing

I say everything openly, If [ have pain, or am itchy, whatever. I think [ can

n=1)

express a lot orally rather than by writing.
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3) Unwillingness of the patients to participate in decision-making
Some patients did not want to decide their treatment by themselves. Many patients wanted to leave these decisions to

their doctor (n=25). This category obtained the most responses.

“There are many treatments, chemotherapy and so on. But, I don’t think about my disease deeply and often because it

will remake my life. There is a variety of treatments, radiation and other things, butI leave it to my doctor.’

Some patients did not want to think about future yet (n=7), and they felt that it was too early to answer questions about

advanced directives.

“When I have this [PHR], I don’t feel anything. But, when I read it, I was shocked. The questions (about advanced

directives) made me feel like, ‘Well, do I need to answer this now?’ and it shocked me.’

4) Protection of patients’ privacy
Some patients did not use PHR because of privacy issues. They did not want anyone to know that they have cancer, so

they wanted to avoid having the same PHR for cancer patients (n=5).

‘People who have this [PHR] and a bag are cancer patients, so I don’t want to have them. I place them at home and only

bring the contents to hospital every time.’

Some patients did not want to share their personal records with others (n=11) and hesitated to show their notes in PHR

to someone else because they wrote such honest feelings.

“This is my private file. My family knows I have cancer, but I feel shy about showing this [PHR] to my family because I

write honest comments.’

Patients were also concerned by the risk of carrying and possibly losing private information. In addition, they did not
want their doctor to know that they had gone to another hospital because it might offend their doctor (n=1).

‘I don’t want to bother my doctor. I don’t want him saying, ‘He came to see me after going to another hospital.”

5) The burdensome nature of self-reporting
Some important roles and features of PHR were recognized as burdensome or unnecessary. Some patients did not like
taking notes (n=15), especially those whose conditions were stable. These patients tended to stop using PHR because they

had nothing special to write in it.

‘I don’t particularly have things to write about.’
I feel hothered, and also, I have treatment while doing my job, so at busy times I tend to forget and show (my notes)

only a few times.

Patients also did not have energy left to record notes in their PHR (n=1). Some patients said that they did not like
carrying PHR because it was too big (n=4).
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‘Well, if I do this [take notes in PHR], I have a fever for ten days and I can’t write anything. I just go to bed.’
‘Having the file is useful, I think. However, it is too big. I prefer one half the size so I can put it into a bag. If it were
smaller, I would bring it.’

6) The patients’ preference for their own ways of recording information
Patients have preferred way of recording the course of their treatment. They have already had their own notebooks
(n=4), or simply preferred talking (n=1).

T've taken notes and written my opinions since before I had this. Yes, I've checked by myself so as not to forget.’

T say everything openly. If I have pain, or am itchy, whatever. I think I can express a lot orally rather than by writing.’

Discussion

This is the first study to investigate the patient-perceived usefulness and practical limitations of PHR in an Asian
population. The findings are generally consistent with those from American and European countries, and the current study

revealed universally common usefulness and limitations.

The patient-perceived usefulness of PHR for cancer patients

We have found that PHR for some cancer patients was regarded as useful in three phases; communication, participation
in treatment, and decision-making. .

PHR was used as a communication tool between cancer patients and clinical staff, their family, and other cancer patients.
Previous studies suggest that reading written information or taking notes clarifies what patients have heard from
physicians, thereby decreasing their fear and uncertainty.”# The current study observed that cancer patients using PHR
tended to talk to their physicians more and ask them more questions. Therefore, they obtained more detailed accounts of
their care and treatment. These findings suggest that PHR can make some patients more confident to talk to their
physicians.

Cancer patients receive many documents in hospital, such as test results and information on their treatment. These
patients require different types of information at the different stages of treatment, and in many cases they sought updated
information on the Internet or through other resources.” As a result, these patients have acquired and managed useful
information by themselves, but this activity takes extra time for them to organize and review. The previous study showed
that organizing records in PHR increased the autonomy of some cancer patients,” and this was also supported by the
current study. The use of PHR encouraged some patients to participate in care and therefore it could help patients to
manage and understand important information and become more actively involved in their treatment.

The majority of hospitals do not share electronic health record with other regional facilities. If patients go to several
hospitals or change their place of care, their records are not generally shared and the continuity of care is not assured.*
The previous study showed that if physicians or nurses accessed the summary care records of their patients, they took
significantly longer time in consulting with their patients.' Other studies suggested that 63-70% of cancer patients wanted
to discuss their treatment choices with their physicians before making a decision® %, but only 47% actually did.?® The
previous and the current studies have demonstrated the usability of PHR as an organizer. Therefore, if patients show their
personal records in PHR to clinical staff they could overcome the difficulties in information sharing in regional facilities,
which would result in the improved quality of consultation, and increased discussion of treatment.

The advance directive and DNR order are also important components of the PHR. It is essential to confirm the advance
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