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Introduction

The incidence of rheumatoid arthritis (RA)
in elderly population has been increasing”.
Currently, in Japan, most patients with RA
are in their 60s and 70s”, and age-associated
problems are an important concern to
rheumatologists”. As patients get older, their
activities of daily living (ADLs) decline, and
there may be accompanying attitude changes
with disease longevity. Elderly patients with
RA may need to alter their thoughts about
what work they can do, their ADLs, lifestyle,
and how they are cared for, particularly as
they approach the end-of-life*. Accordingly,
we intended to investigate these changes via
interviews, aiming to clarify their thoughts
about aging and terminal care. To comple-
ment this, we also identified the opinions of
their attending rheumatologists in clinical
practice and clarified any mismatch.

Methods

We identified a cohort of rheumatologists
who belong to the Japan Association of Rheu-
matologists in Private practice, which is an
alliance of private clinics or hospitals that
were directed by a specialist of rheumatology
certified from Japan College of Rheumatology
(JCR), and their attending patients who were
randomly selected from May 2017 to October
2017. The area of the study was widely
distributed and included patients belonging to
large cities and rural areas in Japan. Ten
questions were asked to the rheumatologists
and their patients, and the questions and their
possible answers were set for being matched
between rheumatologists and patients. The
questions were as follows: (Question 1)
personal generation; (Question 2) dwelling
area; (Question 3) work status; (Question 4)
how to cope with extra-articular comorbidi-
ties; (Question 5) how to cope with ADL
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Table 1: Questionnaire to rheumatologist (RP) and his/her patient

Questions topics to RP to patient
Question 1. ‘What is your age?

Age

Question 2. In where do you live/work?

dwelling area

Question 3. What is your clinic style?  What is your job style?
job style
Question 4. How do you cope with patient's/vour extraarticular

Comorbidities comorbidities including lifestyle diseases

Question 5. How do you cope with patient's/your motor
motor function function decline

decline

Question 6. How do you cope with patient's/your cognitive
cognitive function decline

decline

Question 7. How do you cope with patient's/your severity in
Disease severity general

Question 8. How do you cope with patient/yourself when
Bedridden becomes bedridden

Question 9. Do you take care of patient, or by whom do you
taking care at the last want to be taken cared at last moment
moment

Question 10,
Ideal medical image

How is your ideal medical style for aged and
functionally declined patient

answer choice arm

20s, 30s, 40s, 50s, 60s. 70s, 80s. over90 (common)
> 1 million. 1> and >0.2 million, small city>100,000, rural area (common)

clinic, with no bed, clinic with beds, hospital (RP)
full time, part-time, housekeeping, no work (patient)

treat directly, recommend consulting another specialized physician,
recommend to consult other physician not related (RP)

consult to RP, consult to other physician related to RP, consult to other
physician not relate to RP (patient)

treat with rehabilitation, advise exercise with practice, advise exercise
orally (RP) )
do rehabilitation, do exercise as RPs recommend. do nothing (patient)

treat directly, recommend to consult specialized neuro/psychiatrist
related to RP, recommend to consult neuro/psychiatrist not related to RP

consult to RP, consult to neuro/psychiatrist related to RP, consult to
neuro/psychiatrist not related to RP (patient)

recommend operation. recommend admission. recommend other RPs (RP)
recommended operation, recommended admission, recommended other
RPs (patient)

home care service or hospital care service under RP's observation, home
care service or hospital care service under other physician's observation
use home care service or hospital care service under RP's observation,
use home care service or hospital care service under another physician's
observation

yes, if possible, no (RP)
by RP, by another physician, no image (patient)

single attend for every field. single attend but consulted to other specialty,
multi attend for each field (common)

decline or rehabilitation needs; (Question 6)
how to cope with cognitive decline; (Question
7) how to cope with status that need admis-
sion; (Question 8) how to cope with bedridden
status; (Question 9) how to be taken care of
in the end-of-life; and (Question 10) ideal
image of medical alliance system. Further, the
answers were collected; patient answers were
matched to those of their rheumatologists;
and the two were analyzed for mismatches.
Statistical analysis was performed by chi
square test. The answers of questions com-
prised several choices that are summarized in
Table 1.

Ethical considerations

The study was conducted in compliance
with the Ethical Guidelines for Medical and
Health Research Involving Human Subjects of
Japan and according to the principles of the

Declaration of Helsinki. Protocol and consent
forms were approved by the ethics commit-
tees of the affiliated institution of each RP.

Patients and their families were informed
that personal information would remain
anonymous and would only be used for study
purposes.

Results

We included 20 rheumatologists and identi-
fied 1,066 patients. The results based on the
questions are as follows:

Question 1: All rheumatologists were >50
yvears old, whereas the patients tended to be
distributed in their fifties (19%), sixties
(37%), and seventies or older (29%) (Figure
la).

Question 2: Distributions of patient were
widely spread from metropolis to country, in
where there was a tendency for rheumatolo-
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gists from more urban areas to treat patients
from a wider spread of residential areas
(Figure 1b).

Question 3: In =50-yvear-old patients, full-
and part-time work decreased, but housekeep-
ing significantly increased (p < 0.01) (Figure
lc). No patients in their seventies continued
work, which was significantly higher than in
any of the younger age groups (p < 0.01). All
<70-year-old patients were engaged in part-
time work or housekeeping.

Question 4: Two-thirds of rheumatologist
treated extra-articular comorbidities, and
>95% of the patients relied on their attending
rheumatologist for this treatment (Figure
1d).

Question 5: Although 74% of the rheumatol-
ogists advised a viva voce with doing nothing
for a patient's ADLs decline (Figure 2a), 45%
(430 of 1066) of the patients experienced

functional decline in their ADLs and believed
that they would benefit from rehabilitation
and 99% of them (475 of 480) had received
advise or prescription for rehabilitation; these
results reflected on matching results of Q.5
(Figure 4). However, these opinions signifi-
cantly differed between rheumatologists and
patients in terms of correspondence for ADL
decline; although 19 of 20 rheumatologists be-
lieved that rehabilitation is required even in
the early stage, 55% of the RA patients did
not consider that there is a need for rehabili-
tation or training (p < 0.01).

Question 6: Although 90% of the rheumatol-
ogist prescribed treatment for dementia after
consulting with a neuropsychiatrist, 60% of
the patients believed that they required no
medication, even among those >70 years
(Figure 2h).

Questions 7 and 8: All rheumatologists rec-
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Figure 4: Matching and mismatching between patients and attending rheumatologists (RPs). More than 60% of patients were matched with RPs in Question 4 to 8,

whereas only one third of patients were matched with RPs in Questions 9 and 10.

ommended admission or surgery for the
respective scenarios, and 75% of the patients
relied on and followed this guidance (Figure
2c and 2d).

Question 9: Notably, 75% of the patients
had not considered receiving care at the end-
of-life, yet when considering another choice,
99% wished to receive end-of-life care by their
attending rheumatologist (Figure 3a). This
tendency increased with age (37% in those
>70 years) (Figure 3b) ; this was significant-
ly higher than that in the younger patients
(p< 001). However, only 27% of the rheuma-
tologists responded that they would take care
of patients at the end-of-life; although the an-
swer “if possible” was included, the proportion
of patients selecting this answer was 47%,
which was significantly lower than what the
patients wanted (p < 0.01; Figure 3c).

Question 10: The ideal treatment model for
rheumatologists was for one physician to
work in collaboration with specialists.
However, only 28% of the patients shared this
view.

The matching status for each question is
presented in Figure 4.

Discussion

This study was inspired by a patient's
feedback to the author. In this case, the
patient wanted her attending rheumatologist
to provide terminal care at home, which was
two hours from the clinic. Accordingly, our
interest increased in determining the number
of patients with similar desires to receive care
and that of rheumatologists who endeavored
to meet these expectations.

Remarkably, >90% of the patients in this
cohort relied on their rheumatologists not
only for the treatment of RA but also for the
care of general health, comorbidities, and
ADLs. A comparable proportion of rheumatol-
ogists were able to meet these expectations.
However, the wishes of 64% of the patient to
receive end-of-life care from their rheumatolo-
gist did not match the opinions of their treat-
ing rheumatologist, to at least some degree.
These facts may be caused, in part, by the
fact that the Japanese medical system allows
for free access to medical services but has
ambiguous delineation among specialties.

It appears that rheumatologists in practical
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settings need to be skilled in the provision of
primary care. Patients with RA tend to con-
sult rheumatologists for all their health care
needs, including advice for ADL decline and
cognitive decline, and rheumatologists must
endeavor to respond appropriately. As a re-
sult, rheumatologists have to answer the vari-
ous queries of patients; for instance, 45% of
the patients who required rehabilitation or
training consulted their attending rheumatolo-
gist regarding the ADL decline issue and in
such cases, rheumatologists provided pre-
scription or advice for rehabilitation. Consider-
ing that these patients increasingly rely on
rheumatologists, it is not surprising that they
would want to receive end-of-life care from
these doctors. However, rheumatologists are
often unable to meet these expectations be-
cause they have no access to beds to offer the
required care. Indeed, such practice is rarely
available for physicians who work in clinics in
Japan, which explains why only one-third of
this study's rheumatologists could provide
end-of-life care. This represents an unmet
need of patients with RA.

The present study has some limitations.
There is no control study of questionnaire for
healthy individuals or patients with other dis-
eases. Moreover, in this study, the relationship
between disease activity status and the pa-
tient's mind, or relationship with social activi-
ty were not considered. This study was main-
ly focused on aging and age-related mind
changes. Further studies are required to clari-
fy the relationship between the influence of
aging and such patients.

In conclusion, although Japanese elderly
patients with RA want their rheumatologists,
similar to general physicians. to take care of
their medical problems regardless of it being
a specialized case of rheumatic disease,
including receiving end-of-life care, this was

Clin Rheumatol Rel Res, 31 : 104~111, 2019

not always feasible. This represented an un-
met need that could be improved by opening
the hospital system to rheumatologists.
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Purpose: An interview-based study was conducted to clarify aging-associated attitude changes in
elderly patients with rheumatoid arthritis (RA) and determine divergence between patients and
rheumatologists in private practice (RP) in Japan.

Methods: Overall, 20 Japanese rheumatologists and their randomly chosen 1,066 patients completed
a 10-item questionnaire, which configured generation, dwelling area, job status/style of RPs and
patients, coping with extra-articular comorbidities, activities of daily living decline, cognitive
decline, needing admission, bedridden status, end-of-life care, and identical medical alliance image.
All questions were matched between patients and rheumatologists, and mismatches were
statistically evaluated with chi square test.

Results: Overall, >64% of patients with RA desired that their rheumatologist, similar to general
physicians, should not only treat RA but also its associated comorbidities and >90% of RPs did
cope with it. Most patients relied on their attending RPs and desired to receive care during
admissions. Answers that demonstrated partial mismatch between patients with RA and their
attending RPs were concerning end-of-life care. In elderly patients. the image at the end-of-life is
concretely configured (p < 0.05). In >90% of elderly patients with RA who have a detailed image
for death and desired end-of-life care, only 5 of 20 rheumatologists were prepared for providing
the care (p < 0.05).

Conclusions: Continued care up to and including death is needed in Japanese RPs such as general
physicians. Japanese rheumatologists need to cope with aging problems of patients honestly.



