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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 partici-
pate in decision-making; 4) protection of patients’ privacy;
5) the burdensome nature of selfreporting; 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 Iot 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.’

3) Unwillingness of the patienis 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 treat-
ments, radiation and other things, but I 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 1 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
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did not want their doctor to know that they had gone to
another hospital because it might offend their doctor (n=
1).

‘T 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 bothered, 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).

‘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).

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

‘I 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 useful-

ness 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
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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 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

7?7 so physicians and

directive is an “on-going process
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

%3031 and they were not

patients had an advance directive,
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, main-
taining 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 staff is essential so that the
practical barriers discussed in this section above can be

resolved first.
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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 participa-
tion in decision-making. Patients particularly appreciated
the written form of questions focusing on treatment
preferences. Several obstacles to the 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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Tahle 1. Categories and item examples of the patient-perceived usefulness of PHR for cancer patients

1. Increase in patient-staff communica

tion

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

If 1 show this [PHR] and the staff understand me, then [ don’t need to explain
myself a lot in front of evervone.

It's good (to show PHR instead of talking) because nobody can listen to me.

[ feel it is easier to tell staff about
|_|my symptoms and wishes for care
(r=10)

1 can express my hopes and explain the reasons for things better than when I

didn't have this [PHR].

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

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

[ feel it is easier to talk to staff
(n=4)

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

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

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

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

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

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

=

Increase in patient—family communication

[ can share information about my
disease condition and treatment
| |with my family (n=7)

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

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

My brothers and | 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 to me, so it's good.

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

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

(==

. Increase in patient-patient communi

ication

1 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 a connection with someone who I don't know
at all, someone I can talk to.

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, [ think that [ now understand my
condition better.

I can understand my condition such as getting hetter. It means that [ can see
myself cbjectively.

I can understand the course of my
| [treatment (r=17)

I can look back on my medical records. [ can see whether my condition has
got hetter or worse.

I knew my illness was not good from the beginning. I'm worried, but I 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.

[ 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 cbserve
myself carefully.

Writing tells me, ‘Well, I'm getting better’ or, ‘Here is bad, so [ have to be

careful’. I think my viewpoint has changed a little.

S

Aid to patients’ decision-making

I can sort out my feelings by writing

(n=5)

I confirm my feelings (in PHR), so I've written a lot, vou know.

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

I think about my cheoice of
treatment and future life seriously
_(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.

[ didn'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=5)

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

If [ write my wishes, such as which hospital [ want to go to when I take an
ambulance, this may come true.
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Table 2. Categories and item examples of the patient—perceived limitations of PHR

No sub—category (n=13)

1. Lack of patients’ acknowledged values of sharing information among health-care professionals

I thought this [PHR] is made for Shonai Hospital, so I didn't use it at other
hospitals. I just didn’t know how to use it.

I know I can show this [PHR] at other hospitals. However, I didn't krow about
the pharmacy use.

So, if my doctor has some comments for me, this [PHR] will be useful, but he
doesn’t have any at the moment.

1 thought that my doctor will say to me that I should bring this [PHR]. So, I
don't (use PHR) at all. I don't go to another hospital, so 1 just don't know.

After 1 received this [PHR] here, ] haven't used it at all.

2.
professionals

Insufficient recognition by staff of the role of PHR and the value of sharing information among health—care

No sub—category (n=12)

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

At the pharmacy, I put this [PHR] in a bag However, the pharmacist didn’t
isay that he wanted to see it.

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

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

©

Unwillingness to participate in decision-making

1 leave everything to staff (n=25)

Hrm. 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, [
can understand to some extent, but forget most of it. My only interest is how
my disease has changed. What to de for my disease or how to do it.] have no
idea at all

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

When I 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 | don’t know the reason for the changes.

In detail, you know, if vou know your disease in detail, it makes you annoyed.
So, no, [ don't ask in detail.

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

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

When [ received this PHR, 1 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 |
recelived this PHR, I 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 I write to confirm that
I'm OK.

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

Protection of patients’ privacy

1 do not want some people to know
that [ am a cancer patient (n=5)

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

I dor't talk (to the staff of other hospitals) when I take treatment at Shorai
Hospital. Well, if 1 get an injection, [ think I say something. However, when [
only have medicine, 1 don’t say anything. Well, I don’t want to hear someone
saying that I cant come here and must go to another hospital. This place is
local for me.

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

I nearly left this [PHR] at general information once, so | stopped bringing it
outside. [t is a private thing so I don't want anyone to see it

I sometimes left it at home, so my mother, well | 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 husband watches my symptoms and understands
‘when [ am in a painful condition. But 1 think [ should takes notes by myself So,
] don't ask him, and write by myself.

] feel somewhat distinct, you know. Cancer patients like me tend to hide our
disease, so | think most people tend 1o hesitate to have this [PHR]

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

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

Jor

Burdensome nature of self-reportin;

g

[ am bothered by writing (n=15)

Well, just speaking is OK. [ dor't need to write. Writing, 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 fine, but little changes, so it’s a bit bothersome

I feel a lack of power for writing

(n=1)

Well, if I do this [take notes in PHR], I have a fever for ten days and 1 carit
write anything. [ just go to bed.

[ am bothered by carrying PHR
(n=4)

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

o

Preference of patients for their own

ways of recording

| already have another notebook to
record my course of treatment

(n=4)

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

I prefer talking to staff than writing

(n=1)

I say everything openly. If | have pain, or am itchy, whatever. I think I can
express a lot orally rather than by writing
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Outreach Program of Palliative Care Team: Chizuru imura ™', Koji Fujimoto *?, Yoshiko Nozue *', Osamu Hosoda **, Hiroshi
Ono™*, Satoshi Inoue ** and Tatsuya Morita*!#° (*'Hamamatsu Cancer Support Center, **Palliative Care Team, Seirei Mika-
tahara General Hospital, **Sakanoue Family Clinic, **Dept. of Hospice, **Dept. of Palliative and Supportive Care, Palliative
Care Team and Seirei Hospice, Seirei Mikatahara General Hospital)
Summary

The primary aim of this study is to clarify the participant-evaluated usefulness of an outreach program by a palliative care
team. The palliative care team participated in a community conference and clinical activity in collaboration with a community
home care clinic once a month during one year. The palliative care team reviewed 44 patients, and gave 113 recommenda-
tions for 141 problems identified. The problems included physical symptoms (63%, including pain in 26%), psychological/
spiritual issues (18%), family problems (6.4%), and the coordination of location of death (6.4%). 71% of participants rated
the outreach problem as "very useful’ and 29% found it “useful”. Usefulness for advising symptom control and developing
collaborative relationship was high during the study periods, and usefulness for advising psychological care/communication
and coordination of location of death gradually increased. In conclusion, an outreach program by a palliative care team could
be useful for health care professionals in a community home clinic, and could contribute to better outcomas for cancer
patients at home. Key words: Community, Palliative care, Outreach (Received Aug. 11, 2009/ Accepted Oct. 13, 2009)
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