CHAPTER 17

Disease knowledge and preferences for disclosure of in-
formation in patients with rheumatoid arthritis
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ABSTRACT

Objectives: To verify the level of knowledge about
rheumatoid arthritis (RA) and the patient’s preferences
for disclosure of information by the physician in
patients with RA, we compared with a control group
of patients without RA.

Methods: We evaluated 30 patients diagnosed with
RA, according to the ACR criteria, and 30 patients
with other diseases pared for age, gender, level of
education, and disease duration followed in an Out-
Patient Service. Clinical-demographic data as age,

gender, level of education, and disease duration were
obtained from both groups. We applied questionnaires
to evaluate the level of knowledge about RA (10
questions) with answers yes or no, and the patient’s
preference for disclosure of information by the
physician (4 questions) in a Likert scale from a)
strongly agree to e) strongly disagree to both groups.
The questionnaires were validated for Portuguese by
the method of translation and re-translation. The
Ethical Committee at the Pontifical Catholic
University approved the study, and we obtained
informed consent from all patients. When
appropriated, statistical analysis of the data included
the chi-square test and student’s t-test. The
significance level was 0.05.

Results: Over 30 patients with RA, 27 patients (90%)
were women, the mean age was 50.8 years old, with a
mean of 3.03 years on school, and mean disease
duration of 10.6 years. The knowledge about RA as a
mean reached 5.36 points in 10 as a correct answer in
RA patients and 5.13 in controls. Concerning the
patient’s preference for disclosure of information by
the physician, the results varied between 23.3% and
90% in the answers strongly agree or agree in the
group of RA patients and 6.6% to 90% in controls. In
a specific question about "patients with RA should not
play a role in managing their disease because the
physician is the one in charge," 56.6% of RA patients
agreed, and 46,6% of controls too. Only one question
about patient’s preference for disclosure of
information by the physician “When there is more than
one way to treat a problem, I should be told about each
one” there was a trend to differ between the controls
and the RA patients (p=0.06). The analysis of the
results showed no statistical difference in answers to
the questionnaires between RA patients and controls.

Conclusion: Our results showed that RA patients,
compared to control patients with other non-rheumatic
diseases, do not show differences to the level of
knowledge about rheumatoid arthritis (RA) and the
patient’s preferences for disclosure of information by
the physician.

Keywords: rheumatoid arthritis, disclosure of
information, knowledge of disease.
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1 INTRODUCTION

Rheumatoid arthritis (RA) is a chronic, systemic, autoimmune, and inflammatory disease
characterized by the involvement of multiple joints with their destruction and consequent mechanical and
physical disability. In this context, the health education of RA patients is essential to the psychic well-being
of patients and to increase adherence to the treatment and allow the patient to participate in the treatment
decisions that minimize the impact of the disease. Patient knowledge about the disease, particularly in RA,
is an essential element of treatment, allowing the patients with RA to take care of themselves and make
decisions about their health (1). It depends on how much the disease will change their lives and how to
cope with important aspects of the disease. In relation to the disease activity, patient knowledge and
education about their disease have no benefit about this aspect of the disease (2). In a study in Hospital
care, only 1.5% of patients with RA were considered aware of their condition when questioned about
symptoms, possible complications, and RA treatment (3). An essential aspect of medical patient
communication is the disclosure of treatment-related risks and how much information has to be disclosed
to the patient about their disease. Studies have demonstrated that well-informed patients do not have an
increase in the frequency of adverse effects of medication or an increase in the level of anxiety in well-
informed patients compared with controls (4,5). An extensive discussion about the varied treatment options
currently available for RA is critical today in the care of rheumatic patients. This study will verify the level
of knowledge about rheumatoid arthritis (RA) and the patient’s preferences for disclosure of information

by the physician in patients with RA compared with a control group of patients without RA.

2 METHODS

We interviewed and analyzed a sample of 30 patients diagnosed with RA, according to the ACR
classification criteria (6), and 30 patients as the control group with other non-rheumatic diseases like arterial
hypertension (50% of patients), diabetes mellitus (30%) and other diseases (20%). They were in clinical
follow-up at the Rheumatology Out-patient Service of the Sorocaba Hospital/Pontifical Catholic University
of Sao Paulo (PUC/SP). Both groups we paired for age, gender, level of education, and disease duration.
The Ethical Committee of the PUC/SP approved the study, and we obtained informed consent from all
patients. We collect clinical and demographic data such as gender, age, years at school, and disease duration
from both groups. We applied two questionnaires to both groups to evaluate the level of knowledge about
RA (10 questions) with the answer yes or no; and the patient’s preference for disclosure of information by
the physician (4 questions) in a Likert scale from: a) strongly agree; b) agree; c) neither agree nor disagree;
d) disagree; e) strongly disagree. The questionnaires were validated for Portuguese by the method of
translation and re-translation. The level of knowledge about RA we obtained with the following questions:
1)There is only a single therapy for all RA patients; 2) All RA patients have a bad prognosis; 3) The neck
is the most commonly affected area of the spine in patients with RA; 4) RA is caused by cold weather,

inadequate nourishment and humidity; 5) Patients with RA should not play a role in the management of
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their disease because the physician is the one in charge; 6) RA and osteoporosis are the same disease; 7)
RA can produce dryness in the eyes and mouth; 8) Patients with RA should include all kinds of food in
their meals but must avoid meat; 9) RA never compromises the lungs; 10) To confirm the diagnosis of RA,
it is necessary to perform some blood tests. We considered a positive result on knowledge of RA as five or
more right answers in 10 questions (7). The patient’s preferences for disclosure of information we obtained
with the following questions: 1) Even if the news is bad I should be well informed; 2) It is important for
me to know all the side effects of my medications; 3) When there is more than one way to treat a problem,
I should be told about each one; 4) I should be given information only when I ask for it. Each question of
disclosure preferences was evaluated apart (8). When appropriated, statistical analysis of the data included

the chi-square test and student’s t-test. The significance level was 0.05.

3 RESULTS

Over 30 patients with RA 27 patients (90%) were women, the mean age was 50.8 years old, with a
mean of 3.03 years at school, and mean disease duration of 10.6 years. We observed no statistical difference
in these items between RA and control patients and both groups for these variables. The knowledge about
RA reached a mean of 5.36 points in RA patients and 5.13 in controls (p=0.48). Question 5, “Patients with
RA should not play a role in the management of their disease because the physician is the one in charge,"
has 56.6% of yes for RA patients and 46.6% in the control group (p=0.79). As a whole, in the level of
knowledge of RA, both groups do not show a difference (p=0.48). About the patient’s preference for
disclosure of information by the physician, the results varied between 23.3% and 90% on strongly agree or
agree (a+b) in RA patients and 6.6% to 90% (a+b) in controls. In a specific question, number 3, about
“When there is more than one way to treat a problem, I should be told about each one," 83.3% of RA
patients strongly agree or agree, and 73.3% of controls too. Only in question number 3, was there a trend
to statistical difference from the controls and the RA patients (p=0.06). Question number 4, “When there is
more than one way to treat a problem, I should be told about each one,” has a low agreement (a+b) with
23.3% of the a+b in RA patients and a less agreement in the control group with 6.6% of the a+b. Table 1
below shows the analysis of demographic and clinical data and the statistical data from the level of
knowledge about RA and the patient’s preferences for disclosure of information by the physician in patients

with RA and controls.
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Table 1. Analysis of clinical and demographic features and level of knowledge about rheumatoid arthritis (RA) and the patient’s
preferences for disclosure of information by the physician in patients with RA compared with a control group of patients without
RA

Eheumatoid Arthritis Control Patients Statistical analysis
Apge, years 30.8 333 p=0.74
Gender, % women 90 36.6 p=0.68
Dizease duration, years 10.6 13.7 p=1063
Education, 353 36 p=10.11
years at school
Dizeaze knowledge, 336 313 p=048

number of right answers

Preferences of dizclosure,

Q guestion, % patients

Q1 86.6 20 p=0.63
Q2 o0 T6.6 p=0.36
Q3 833 73.3 p=10.06
Q4 233 6.6 p=0.17

Values are expressed as mean

The analysis of the results showed no statistical difference in answers to the questionnaires between

RA patients and controls.

4 DISCUSSION

In this study of disease knowledge about RA and patients' preferences of disclosure of information
by the physician, we applied questionnaires to evaluate these topics to RA patients and controls. The
knowledge level, considered good with more than 50% correct answer, showed no difference between RA
and controls. Age, gender, level of education, and disease duration were the same in both groups and did
not interfere in patients' answers regarding disease knowledge or preferences of disclosure of information.
The specific question about the patient's involvement in the management of their disease surprisingly
showed that more than 50% of RA patients considered that they should not be involved in the management
of their disease. The RA knowledge level in RA patients and controls does not differ. Maybe it demonstrates
that only having the disease does not increase their knowledge of their disease in the patient.

Regarding patients' preferences of disclosure of information by the physician, both RA patients and
controls did not show a difference in the four questions proposed. In a specific question about treatment
choices, there is a trend in RA patients to consider being informed about the various treatment options than
in the control group. As a whole, there was no difference in answers to the questionnaires between RA
patients and control patients. As Pytel & Wrzosek (1) described, people with higher education were more

interested in obtaining information about RA, and women had more knowledge about RA than men. In this
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study, the patients' primary disease knowledge source came from physicians, physiotherapists, or nurses.
Another study by Pérez S et al. (9) showed that RA patients were very interested in knowing about RA,
and high functional impairment increased this educational need. The rheumatologist is the primary source
of information for the patients. The question about the role of education in RA disease in the outcome of
the RA patients is controversial. No significant differences were found in radiographic changes and quality
of life (10).

Nonetheless, better disease control of RA may be achieved by improving patient knowledge of the
disease (11). The need for information and decision-making was higher in women than in men and younger
age, and greater knowledge of RA predicted a greater need for decision-making. However, the desire for
involvement in treatment decision-making was significantly lower and did not correlate with the need for
information (12). Our study has limitations, and caveats about the number of patients studied and be a
transversal study. Future studies need to confirm our findings and improve the understanding of disease

knowledge about RA and patients' preferences of disclosure of information by the physician.

5 CONCLUSIONS
Our results showed that RA patients, compared to control patients with other non-rheumatic
diseases, do not show differences in the level of knowledge about rheumatoid arthritis (RA) and the

patient’s preferences for disclosure of information by the physician.
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