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1. Introduction

Self-management strategies are important for patients with
rheumatoid arthritis (RA) to cope with the consequences of their
disease [1–5]. A formal body of knowledge is a prerequisite for
effective self-management [6]. Several studies in RA patients
demonstrated a considerable lack of knowledge or information
need about the disease [1,2,7–9], medical care [1,7–9], drug
therapy [1,2,7,9,10] or treatment from health professionals [11].
The few studies on determinants of information need indicated
that lower age, longer disease duration [11], more disease severity,
pain and a greater learning interest [7] were associated with a
higher information need among RA patients. Knowledge and

information need on practical aspects of health care delivery (i.e.
where, how and by whom) have not yet been addressed.

Patients’ preferences regarding the method of information
delivery have hardly been examined, except for the Internet being
an important source of information [12–15].

Given the scarcity of data on RA patients’ knowledge and
information need, this study aimed to investigate the level of
patient perceived knowledge and information need on local and
regional health care services and their determinants, and patients’
preferences regarding information delivery.

2. Methods

2.1. Study design and patients

This cross-sectional study was part of a larger study also
including RA patients’ lifestyle [16,17]. It was conducted in April
2004 at the Leiden University Medical Center (LUMC), The
Netherlands and judged to be non-medical research according
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A B S T R A C T

Objective: To measure patient-perceived knowledge and information need regarding regional health

care services and their determinants among 400 patients with rheumatoid arthritis (RA) and to identify

the preferred method of information provision.

Methods: Postal survey on knowledge and information need (content and accessibility) of 18 regional

health care services and preferences for the mode of delivery of information. Logistic regression analyses

determined which factors were associated with insufficient knowledge and information need.

Results: Two-hundred and thirty-seven (94%) patients reported insufficient knowledge about the

contents and 235 (94%) about the accessibility of at least one health care services, whereas 172 patients

(69%) reported an information need about the content and 154 (61%) on the accessibility. Age was

significantly associated with knowledge whereas both age and physical functioning were significantly

associated with information need. Seventy-nine percent of the patients mentioned written information,

21% the Internet and 12% personal contact with a professional as a preferred method of information

delivery.

Conclusion: Many RA patients reported a lack of knowledge or information need concerning the contents

and accessibility of regional health care services.

Practice implications: Active strategies to provide practical information about health care services are

needed for RA patients.
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to the Medical Research Involving Human Subjects Act by the
Medical Ethics Review Committee of the LUMC.

Subjects included a random sample of 400 patients with RA
according to the 1987 ACR criteria [18], obtained from a registry of
1500 outpatients. All patients received a questionnaire and an
information letter explaining the aim of the study by mail.

2.2. Measurements

2.2.1. Socio-demographic variables

Socio-demographic variables included marital status, employ-
ment status and educational level.

2.2.2. Health-related quality of life

A validated Dutch version of the Short Form 12 health
questionnaire (SF-12) was used [19,20], yielding mental and
physical component summary scores (range 0–100, higher scores
indicating better quality of life).

2.2.3. Knowledge and information need about regional rheumatology

health care services

Patients’ self-perceived knowledge and information need were
measured with a self-developed questionnaire. For 18 regional
health care services, patients indicated their knowledge on content
and accessibility (sufficient = 0, insufficient = 1) and their infor-
mation need on content and accessibility (no information need = 0,
information need = 1), resulting in 4 total scores, all ranging from 0
to 18 (insufficient knowledge contents, insufficient knowledge
accessibility, information need contents, and information need
accessibility) (see Fig. 1).

Patients were also asked how they preferred to receive
information: by written leaflets, electronic information via
Internet or e-mail, information via a telephone helpline or by
personal contact with a professional (more than one answer
possible).

2.3. Statistical analysis

Differences between responders and non-responders were
analysed with the Mann–Whitney U or Chi-Square tests where
appropriate.

Correlations among the insufficient knowledge and information
need scores were computed by Spearman rank correlation
coefficients with the 95% confidence interval (CI).

Associations between patient characteristics and the four
knowledge and information need scores were examined by
univariate logistic regression analyses. For this purpose, insuffi-
cient knowledge and information need scores were dichotomized
according to the median. Subsequently, multivariate logistic
regression analyses were performed with all significant explana-
tory variables from the univariate logistic regression analyses as
independent variables. Results were expressed as odds ratios (OR)
with the 95% CI. For all analyses, p � 0.05 (2-tailed) was considered
the criterion for statistical significance.

3. Results

3.1. Patient characteristics

Two hundred and fifty-one of the 400 patients (63%) completed
the questionnaire (Table 1). Their sex, age and disease duration did
not differ significantly from the 149 non-responders: 104 (70%)
female (p = 0.68); mean age 62.4 years (SD 14.7, p = 0.17), and
mean disease duration 12.5 years (SD 8.5, p = 0.15).

3.2. Knowledge and information need

Two-hundred and thirty-seven (94%) patients reported insuffi-
cient knowledge about the contents and 235 (94%) about
the accessibility of at least one health care service. The median

Insu fficie nt 
Kno wledge

Questio nnai re re gard ing  
18 heal th ca re serv ice s

Abo ut Con tents
Sum sc ore fo r 18 item s 

(0-1 8, low  - high  insuf ficie nt knowle dge)

Abo ut Acc essi bilit y
Sum sc ore fo r 18 item s 

(0-1 8, low  - high  insuf ficie nt knowle dge)

Abo ut Con tents
Sum sc ore fo r 18 item s 

(0-18,  lo w - high  inf orm atio n need )

Abo ut Acc essi bilit y
Sum sc ore fo r 18 item s 

(0-18,  lo w - high  inf orm atio n need )

Informat ion need 

The us e of a qu estion naire to score  knowle dge and infor mati on need regarding the c ontents 
and ac cessibility  of 18  health  car e service s. 
Subsequently 4 sum sco res are  computed th at re pres ent a pa tient’s  lev el of: 

insufficient knowledge  contents,   
insufficient knowledge  access ibilit y,  
information  need conte nts, and, 
information  nee d accessi bility. 

Example questions reg arding  the knowledge ab out regi onal healt h care  services:   
Contents:  “To what exte nt are y ou famil iar with wha t the  following health profe ssionals 

or health  care  ser vice s in  your place of liv ing or regi on actuall y do for  
patient s wit h arthrit is?”  

Accessi bility:  “To wh at extent a re you famil iar with how to get access  to and contac t the  
following health  professionals or he alth c are service s in you r place  of li ving or  
region?” 

Fig. 1. Knowledge and information need questionnaire.
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