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Abstract

The prevalence of rheumatic diseases is growing world-
wide. While this is important in itself, rheumatic diseases
have affective, behavioral, and social consequences too
for many patients and consequently may decrease the
patients’ quality of life. As there is no cure for rtheumatic
diseases and, besides, in many patients reduced quality
of life persists in spite of treatment, improving the rheu-
matic patients’ quality of life seems to be very useful.
Increasing social support in patients with rheumatic dis-
eases may be a helpful way to do so because there are in-
dications that social support has a positive influence on
quality of life. Social support, in turn, may be increased
by active coping by the rheumatic patients.

This thesis describes the influence of coping on social
support and quality of life of patients with rheumatic
diseases. The focus is on patients with chronic rheumatic
diseases affecting the joints (rheumatoid arthritis,
osteoarthritis, ankylosing spondylitis and less common
diagnoses like psoriatic arthritis and juvenile chronic
arthritis).

In this introductory chapter, explanations are given suc-
cessively of rheumatic diseases, the prevalence of rheu-
matic diseases, the impact of rheumatic diseases on qual-
ity of life, the variables quality of life, social support and
coping, and finally the research questions themselves.

Rheumatic diseases
Rheumatic diseases comprise more than 100 conditions.
These can be divided into three categories: inflammatory
joint diseases (e.g. rheumatoid arthritis, juvenile arthritis,
psoriatic arthropathy, ankylosing spondylitis), connective
tissue diseases (e.g. systemic lupus erythematosus,
scleroderma, polymyositis/dermatomyositis, polymyalgia
rheumatica and giant cell arteritis), and noninflammatory
and miscellaneous musculoskeletal diseases (e.g. os-
teoarthritis, gout, back pain, soft tissue rheumatism, and
9

1 Introduction

osteoporosis) [1]. Three of the most prevalent rheumatic
conditions are osteoarthritis (OA), rheumatoid arthritis
(RA), and ankylosing spondylitis (AS). OA can cause dis-
abling destruction of joints. The principal joints affected
are those of the spine, the knee, and the hip, and certain
joints in the hand. The course of the disorder is different
according to which site is involved. Women are affected
about twice as often as men by OA of the knee; OA of the
hip is equally common among older men and women.
Only a minority of joints affected by OA become sympto-
matic and the severity of symptoms and disability vary for
unknown reasons. The cause of OA is unknown (2],
Moreover, it is not easily treated; the medications most
often used are frequently ineffective [3] and although sur-
gical treatment of affected joints offers great relief to se-
lected patients, it is expensive and generally reserved for
those in a restricted age range who are most severely af-
fected [4]. RA is a disorder resulting in musculoskeletal
deformities due to destruction of articular tissues and
erosions of bone, and in severe mechanical abnormalities
of the joints. Women are more likely to develop RA than
men; the ratio is 2 (or 3):1 [5-7). The cause of RA is also
unknown [2]. Problems related to the treatment of RA in
the form of drug side effects are common [8). AS is char-
acterized by back pain, generalized stiffness and reduced
movement due to involvement of the sacroiliac joints [9).
AS has the following additional features: insidious onset
under the age of 40 years and higher incidence in males
(the male to female ratio is about 2:1 to 3:1 (10]); it lasts
longer than three months, is associated with morning
stiffness, and improves with exercise [2]. The cause of AS
too is unknown [10). There is no specific cure for AS.
Treatment in the form of medication may sometimes ar-
rest the inflammatory process. Besides, nonsteroidal anti-
inflammatory drugs are useful for reducing pain and im-

proving mobility [2].
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Prevalence of rheumatic diseases

The prevalence of self-reported rheumatic diseases in the
Netherlands measured in 1996/1997 was 10.7% [11].
Moreover, the prevalence of rheumatic diseases in the
Netherlands is expected to increase between 1994 and
2015 by 25% to 45% [12]. The age-dependent expression
of rheumatic diseases implies that it is also a growing
problem in other populations with increasing numbers of
the elderly. In fact, a growing prevalence of rheumatic
diseases is reported in Australia [13], the United States
[14,15], Canada [16], the United Kingdom [17], Sweden,
and France [18]. In the United States, for example, the
prevalence rate of self-reported arthritis is projected to
increase from 15% (37.9 million persons) in 1990 to
18.2% (59.4 million persons) in 2020 [14].

Impact of rheumatic diseases on quality
of life

In addition to the physiological and clinical effects, rheu-
matic diseases appear to have affective, behavioral, and
social consequences for many patients. The WHO Scien-
tific Group on Rheumatic Diseases reports that rheumatic
diseases have a major impact on the work and personal
lives of individuals in that pain and disability, often ac-
companied by fatigue, depression and loss of employ-
ment, are associated with the major groups of rheumatic
conditions [2]. Functional impairment in activities of daily
living is a consequence of rheumatic diseases that is men-
tioned frequently [19,20). Besides, many patients report
dysfunction in emotional behavior, social interaction and
communication as well as separation or divorce and a
lower rate of remarriage after divorce [19]. Compared to
healthy people, people with rheumatic diseases go out
(e.g. shopping, visiting people, going for a walk, going to
work) less often. In addition, more patients with rheumatic
diseases than healthy people express a wish to meet

friends and relatives more frequently [21). It can be a
mental strain to people with rheumatic diseases not to be
able to do the things they were accustomed to doing and
to feel prevented from performing activities they want to
perform. It can also be dissatisfying to the patients to
have to decline to take part in various activities together
with relatives and friends, In addition, patients may fear
the progression of the disease and becoming dependent
on others. Besides, patients can become frustrated by
the fact that their outward appearance is healthy and that
they therefore are looked upon by other people as such,
whereas they themselves do not feel well at all. Also, re-
sentment at having to be exposed to other people’s lack
of understanding of the functional impairment caused by
the disease is not uncommon [22].

Quality of life, social support and coping
From the description above, it is obvious that rheumatic
diseases may have a negative influence on the quality of
life of the patients. More specifically, rheumatic diseases
may impair the physical status (autonomy, mobility), psy-
chological status (emotional stability), and social status
(social activity, role performance) of the patients [23],
representing the health-related quality of life [24], as well
as decrease the more subjective quality of life represent-
ed by patients’ evaluations of happiness in life and satis-
faction with life [21], which can also be labeled "subjec-
tive well-being" [25]. This conceptualization of quality of
life is subject-bound, meaning that the individual’s per-
ceptions lie at its core.

Until now there is no cure for rheumatic diseases. Conse-
quently there is clearly room for new approaches to en-
hance the rheumatic patients’ quality of life. Moreover,
for many patients with rheumatic diseases, reduced
quality of life persists in spite of treatment. One way to
improve the rheumatic patient’s quality of life may be by in-
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creasing the support the patient receives from the social
environment as the findings from several studies suggest
that this social support has a positive influence on quality
of life [26,27). Social support is the degree to which a per-
son’s basic social needs (affection, esteem or approval,
belonging, identity, and security) are gratified through in-
teraction with others by the provision of socioemotional
aid (e.g. affection, sympathy and understanding, accept-
ance, and esteem from significant others) or the provision
of instrumental aid (e.g. advice, information, help with
family or work responsibilities, financial aid) [28]. Improving
social support for people with rheumatic diseases is even
more important if indications that social support may de-
crease as a consequence of having a rheumatic disease
[19-21,29-31] are taken into consideration; loss of social
interactions was a recurring theme in interviews with
rheumatic patients and a large number of patients reported
altered relationships with family, friends, and spouses,
suggesting isolation and conflict [20]. Obviously, increasing
social support in patients suffering from rheumatic
diseases can be an important issue in helping these pa-
tients gain a higher quality of life. One way to reach this
goal may be through influencing the way rheumatic pa-
tients cope [30,32,33]. According to Lazarus and Folkman
[34], coping consists of constantly changing cognitive
and behavioral efforts to manage specific external and/or
internal demands that are appraised as taxing or excee-
ding the resources of the person. The way people cope
with illness differs and depends on their character struc-
ture, experience, and the nature of their illness. Cultural,
social, and economic factors all play a part in this process.
An array of coping strategies is available to individual pa-
tients and may be employed in a major iliness [35]. The
process is complex, and coping is often not consistent
across situations. There are indications, however, that per-
sons tend to develop a personal style of adaptation to se-
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vere stress [36). Coping can be classified according to
two dimensions: Managing a stressful situation (active
coping) versus avoidance (passive coping), and emaotion-
focused coping (aimed at restraining emotions caused by
a stressful situation) versus problem-focused coping
(aimed at changing the cause of the stressful situation)
[37.38). Active coping can be emotion-focused (directed
at changing the meaning of the stressor, e.g. positive
reappraisal, cognitive restructuring, reassuring thoughts),
as well as problem-focused (aimed at changing the situa-
tion which is creating the stress, for example action-di-
rected coping, seeking social support). Passive coping is
always emotion-focused; examples are wishful thinking
and palliative coping [37,38]. There are indications that
active coping increases social support whereas passive
coping discourages the social environment from support-
ing the patient [30,32,33]. However, in the literature there
are two other ways mentioned in which coping and social
support are related and influence quality of life. Some
studies postulate that social support may be a source for
effective coping and in this way improve quality of life
[33,39,40]. In other studies indications have been found
for a reciprocal relationship between coping and social
support with both variables influencing quality of life
[41,42).

Research questions

A review of the literature, as described above, indicates
that coping, social support and quality of life are key vari-
ables in the rheumatic diseases. The way coping and social
support in rheumatic patients work in influencing the pa-
tients’ quality of life should be considered as contributing
to theory as well as to the quality of the patient’s life. In
this thesis, the effects of stimulating active coping in peo-
ple with rheumatic diseases on these patients’ coping,
social support and quality of life are investigated. Also,
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the relationship between coping and social support in in-
fluencing quality of life of people with rheumatic diseases
is investigated and more specifically, the hypothesis that
active coping improves quality of life by increasing social
support is tested. The focus is on coping with problems in
general. Coping in the present study is not restricted to
dealing with the rheumatic disease as people with rheu-
matic diseases can be expected to encounter problems
in all kinds of life domains (e.g. work, family life, partner-
ship relations, contacts with friends and acquaintances).
The research questions are: (1) What effects does stimu-
lating active coping in people with rheumatic diseases
have on coping, social support and quality of life? and (2)
Is there support for a hypothesized sequence between
active coping, social support, and quality of life? To reach
a homogeneous study population, the focus is on pa-
tients with rheumatic diseases affecting the joints:
rheumatoid arthritis (RA); osteoarthritis (OA); ankylosing
spondylitis (AS); a combination of RA, OA, AS, possibly
with another rheumatic disease (no fibromyalgia); and less
common diagnoses like psoriatic arthritis, juvenile chron-
ic arthritis, adult onset M.Still, spondylarthrosis, spondyl-
arthropathy (associated with M. Crohn), and diffuse idio-
pathic skeletal hyperostosis (DISH).

Chapter 2 describes a systematic review on controlled in-
tervention studies aimed at stimulating active coping in
people with rheumatic diseases. A cross-sectional study
on the relationship between coping and social support in
influencing the subjective well-being of people with
rheumatic diseases is presented in chapter 3. Chapter 4
deals with the development, content and process evalua-
tion of a coping intervention we implemented to increase
active coping, and thereby improve social support and
quality of life in patients with rheumatic diseases. Chapters
5 and 6 both describe results of a randomized controlled
trial of this intervention. The effects on coping, social

support and quality of life are reported in chapter 5 and
the testing of a subsequent relationship between active
coping, social support and quality of life is described in
chapter 6. Chapter 7 closes the thesis by discussing the
main findings, methodological reflections, recommenda-
tions for future research and practice implications.
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Abstract

Teaching patients with rheumatic diseases to cope active-
ly with their problems may increase the social support
they receive and, consequently, the quality of their lives.
In this paper a systematic review of coping interventions
for people with rheumatic diseases is described.

Fourteen controlled trials were selected. Effects on quali-
ty of life have been measured in 13 studies of which 6
found positive effects. Effects on social support have
been found in one of four studies investigating this vari-
able. Coping has been measured in three studies with
effects found on active coping in one study. No study ex-
plicitly examined the sequential relationship between
active coping, social support, and quality of life.

There is a need for well-designed research on the rela-
tionship between active coping, social support and quality
of life in patients with rheumatic diseases, as this may
open new perspectives in patient education.

Introduction

Most educational interventions for people with rheumatic
diseases are hybrids. It is possible, however, to identify
key components. Seemingly dissimilar programs may ac-
tually achieve their effects because of a certain element
they share. Identifying this element and its effects may fa-
cilitate the construction of new interventions that make
maximal use of effective intervention components to reach
desired outcomes. There are many group interventions
for people with rheumatic diseases which in some way
stimulate participants to cope actively. There are sugges-
tions from the literature that active coping has a positive
effect on social support, and via social support on quality
of life [1-9]. A review of the literature performed in 1997
suggested that there is still little support for this se-
quence from controlled studies [10]. The importance of
finding evidence for a sequential relationship between

17
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active coping, social support, and quality of life, lies in
possible new perspectives in patient education; if active
coping actually leads to a higher degree of support from
people in the environment and this improves the pa-
tients’ quality of life, teaching patients to cope actively
becomes a very useful component in patient education.
The methodology of the systematic review has been ap-
plied to find out if group interventions in which patients
with rheumatic diseases are stimulated to cope actively,
increase active coping, social support received, and/or
quality of life. A secondary objective was to investigate
whether there is support for active coping increasing so-
cial support, which, in turn, improves the quality of life in
patients with rheumatic diseases. The purpose of the re-
view is to provide practitioner and research readers with
information about effects on coping, social support and
quality of life of coping interventions for people with
rheumatic diseases, to consider the practice implications
of the effects found, and to make recommendations for
future research.

Methods
The review followed the procedures outlined for system-
atic reviews [11-13].

Search Strategy

The sources that were used to locate studies were: elec-
tronic databases (the Cochrane Controlled Trial Register,
MEDLINE, EMBASE, PsycINFO, Social Sciences Citation
Index, and Current Contents); reference lists of all rele-
vant, not necessarily selected, articles (also reviews), and
reference lists of articles which were found in this way;
personal communication; bibliographic databases (psy-
chosocial care interventions for people with chronic dis-
eases listed for another study, effect evaluations of inter-
ventions for the chronically ill collected for another study,
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and trial registries from grant funds in rheumatology); and
not formally published literature like research reports,
conference proceedings, and dissertations.

In deciding which electronic databases and what search
terms to use in each database, we have worked closely
with a librarian. In all search strategies, the design was
defined first; randomized controlled trial (RCT) or con-
trolled clinical trial (CCT), because these are superior to
other designs when answering the questions under study.
If possible, the Cochrane optimally sensitive search strategy
for randomized controlled trials [14] was used. The defini-
tion of design was combined with several terms for
rheumatic diseases (e.g. arthritis, rheumatic diseases,
ankylosing spondylitis) and finally with varying descrip-
tions of the intervention under study (e.g. coping, prob-
lem solving, stress management). No outcome variables
were incorporated in the search strategies as some out-
comes evaluated in the studies may be relevant, but were
not considered in the indexing of the article [13].
Determined by local availability, MEDLINE was screened
for publication years 1966 (January) to 2000 (August),
EMBASE for 1984 (January) to 2000 (August), PsycINFO
for 1967 (January) to 2000 (August), Social Sciences
Citation Index for 1995 (January) to 2000 (June), Current
Contents for 1998 (January) to 2000 (August), and finally
The Cochrane Controlled Trials Register issue 4 (1999)
has been searched. No language restrictions were included
in the search strategy.

Selection Criteria

Selection criteria are described in figure 1. To make sure
that the studies were all on a homogeneous patient po-
pulation, selection was restricted to interventions in pa-
tients of whom the majority suffer from chronic rheumatic
diseases affecting the joints (e.g. rheumatoid arthritis, os-
teoarthritis, ankylosing spondylitis). Only randomized

controlled trials and nonrandomized controlled trials
(controlled clinical trials) were included in the review and
the control group should receive standard medical care
or a placebo intervention. Also for inclusion, the interven-
tion under study had to refer to teaching patients active
coping with problems in general. Many interventions in
patients with rheumatic diseases have concerned them-
selves primarily or exclusively with pain management.
Because the focus of the present review is on the effects
of active coping with problems in general (stresses of dai-
ly life), and because there are indications that coping with
pain is different from coping with these stresses of daily
life [15,16], intervention studies on coping with pain have
been excluded. Selection also was restricted to interven-
tions in groups of patients. In addition, studies have been
selected with coping, social support (social support
and/or loneliness), and quality of life (life satisfaction
and/or functional health status) as one of the dependent
variables. Life satisfaction should be operationalized as
satisfaction with self-care ability, leisure situation, voca-
tional situation, financial situation, sexual life, partnership
relations, family life, contacts with friends and acquain-
tances, or with life in general. Functional health status as
a dependent variable should encompass sickness impact
on, or health-related behavioral problems with regard to
physical, psychological, and social functioning. Physical
functioning may be indicated by somatic autonomy and
mobility control, psychological functioning by emotional
stability and psychological autonomy and communica-
tion, and social functioning by mobility range and social
behavior.

Selection was performed by two investigators (MP and
MS). Both individually applied the selection criteria (figure
1) to each article identified. For this purpose, the articles
were blinded for title, authors' names and institutional af-
filiations, abstract, journal name and date of publication,
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results, discussion, acknowledgements, sources of finan-
cial support, and references. In one case, missing infor-
mation was necessary for selection of the article and was
received on request with the corresponding author. No
response was given to requests for information that was
necessary for the selection of two other possibly relevant
interventions. Results of the application of the selection
criteria were discussed. Disagreement was handled sub-
sequently by letting a third, blinded investigator (LW) de-
cide.

Methodological assessment

All studies meeting the selection criteria were rated for
methodological strength. Criteria used for the method-
ological assessment are described in figure 2. The criteria
are based on generally accepted principles [17), and
checklists developed by experts in the field [18-20]. All

2 Stimulating active coping in patients with rheumatic diseases:
A systematic review of controlled intervention studies

criteria measure the internal validity of the trials. A total
score for methodological quality was obtained by adding
scores on all items; all items had the same weight. If infor-
mation on an item was lacking, score "0" was assigned.
Methodological assessment of the selected trials was
performed by two investigators (MP and MS) separately.
To prevent bias, the title, authors’ names and institutional
affiliations, abstract, journal name and date of publica-
tion, acknowledgements, sources of financial support,
and references were deleted from the articles. The results
of the methodological assessment were discussed in or-
der to reach agreement. Subsequently, disagreement
was handled by letting another, blinded investigator (LW)
decide.

If information for the methodological assessment was
lacking, efforts were made to obtain this information from
the corresponding authors for the articles.

1. Study population:
affecting the joints
2. Study design:
3. Control group:
4. Intervention:

- In groups of patients
5. Dependent variables:

- Majority of patients having one or more chronic rheumatic disease(s)

- Randomized controlled trial or controlled clinical trial

- Standard medical care or a placebo intervention

- In some way teaching patients to cope actively with various problems they
may encounter in daily life

- Coping / Social support / Loneliness / Life satisfaction / Functional health status

Figure 1. Criteria for inclusion of articles in the systematic review.
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Criteria”:
Patient assignment

1. Was there a homogeneous study population with respect to diagnosis?

2. Was a method of randomization performed? '
3. Was the procedure for randomization adequate?'

- adequate: generation of random number list (each study participant has the same chance of receiving each intervention)
- not adequate: patients were allocated alternately, or according to date of birth, date of admission, hospital number, et cetera
4.  Was the randomization concealed (concealed allocation of study conditions)? !

=

Were the study groups similar at baseline for potential prognostic confounders like age, gender, disease duration? -2

6. Was the number of patients in the smallest study group higher than 257 '

Masking

7. Was outcome assessment blinded to group assignment?

8.  Were patients naive to allocated intervention(s)?

9. Were providers of the intervention(s) naive to allocated intervention(s)?

Patient follow-up

10. Were outcome variables relevant?

- relevant: useful/meaningful operationalizations of coping, social support and/or quality of life
11. Were reliable and valid instruments used to measure the outcomes?

Results

Results of the search strategy

The search for studies resulted in more than 500 undupli-
cated titles of which 30 were possibly relevant. Of these
30 studies, 16 [21-36] met the inclusion criteria listed in
figure1. In two cases, two studies were on the same trial:
A cost analysis of an intervention [36] of which an evalua-

tion for other outcome variables was described in another
article (33], and a five-year follow-up of a trial [32] of
which a short-term evaluation was reported in an article
published some years before [27]. Consequently, the final
outcome of the selection was 14 studies. Of one selected
study described in Dutch [28], the corresponding author
sent us an article on the same trial in English [37] in
response to our request for methodological information.
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12. Was the number of dropouts and missing values acceptable?
- acceptable: number of randomized patients minus number of reported patients at main moment(s) of effect measurement
for outcome measure divided by all randomized patients x 100 was < 10 in each group
- partly acceptable: number of randomized patients minus number of reported patients at main moment(s) of effect
measurement for outcome measure divided by all randomized patients x 100 was < 20 in each group

13. Was the dropout a-select?

14. Was the number of withdrawals from treatment acceptable (< 10%)?

15. Was the withdrawal from treatment a-select?

16. Was there a good compliance in the intervention group(s): mean attendance at least 80% of all sessions?
17. Were there standardized co-interventions or no co-interventions?

18. Was there a measurement at post-intervention in all study groups?

19. Was there a measurement at follow-up in all study groups?

20. Were the outcome measures collected at equal points in time in all study groups?

Statistical analysis

21. Were the findings corrected for possible confounders?
22. Did the analysis include an intention-to-treat analysis?

*Score: yes = 1, partly = 0.5, no/?/nr (not relevant)= 0
! Score *partly* (0.5) impossible

2 If no full similarity at baseline, score *no* (0) is assigned and the missed score (1 or 0.5)
can be gained at criterion 21; if full similarity (score "yes" = 1), then the score on criterion 21 is “nr® (not relevant = 0)

Figure 2. Criteria for methodological assessment.

Ten studies were randomized controlled trials [22-26,
28/37,31,33/36,34,35). All other four studies were non-
randomized controlled trials [21,27/32,29,30). Eight trials
[21,23,28/37,29,30,31,34,35) involved patients with
rheumatoid arthritis; in four trials [22,24-26] patients with
rheumatoid arthritis, osteoarthritis and a minority with
other types of arthritis participated; one trial [33/36] in-
cluded patients with osteoarthritis exclusively; and in one

21

trial (27/32] all participants were diagnosed with rheuma-
toid arthritis or osteoarthritis. All studies were published
between 1983 and 1999.

Methodological score

Of all 308 methodological criteria that had to be scored
(22 criteria applied to 14 trials), initially 44 criteria were
scored differently by the reviewers. Consequently, the ini-
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tial disagreement on the methodological score was 14%.
Table 1 shows that the total methodological scores range
from 5.5 to 12. The maximum attainable methodological
score is 22. Obviously the range of the scores is restricted
and the methodological quality of the selected trials, as
was measured with our criteria, is not very high. In gener-
al, information on many aspects of methodological quali-
ty is lacking (table 1). Particularly the procedure for ran-
domization (criteria 3 and 4) and outcome assessment
(criterion 7), assuring patients and providers remain blind
to expected outcomes (criteria 8 and 9), withdrawal from
treatment (criteria 14 and 15), compliance (criterion 16),
and co-interventions (criterion 17), are not sufficiently de-
scribed in the selected articles. Based on the information
available (table 1), however, it can be concluded that
quality in statistical analysis (corrections for possible con-
founders and inclusion of an intention-to-treat analysis) in
particular was relatively poor. This indicates room for im-
provement in study methods in this area or, if the study
methods were correct but not described, in study de-
scriptions. Table 1 shows that scores related to patient as-
signment and patient follow-up were relatively high. For
patient assignment, high scores were caused by homo-
geneity of the study population (criterion 1), inclusion of
randomization (criterion 2), and adequate size of the
smallest study group (criterion é). Patient follow-up was
scored relatively high because of measurements taking
place at post-intervention (criterion 18) and follow-up
(criterion 19), and outcome assessments taking place at
equal points in time in all study groups (criterion 20).

After including the missing methodological information
that was received on request with some corresponding
authors, scores improved on patient follow-up (criterion
11,14,15,16), patient assignment (criterion 3,5), and
masking (criterion 7,8,9). The scores based on the infor-
mation that we received from the corresponding authors

are indicated in brackets in table 1; the total scores after
inclusion of previously missing methodological informa-
tion are indicated after the total scores assigned original-
ly. In interpreting these scores it is important to know that
some of the information requested was not provided by
the authors and that not all authors responded to our re-
quest for information.

Intervention characteristics

Of studies in which more than one intervention was test-
ed (23-26,28/37,33/36), only interventions that in some
way stimulate active coping are included in this review, as
the aim of the review is to investigate effects of active
coping. In most of these studies [23,26,28/37,33/36), ac-
tive coping was encouraged in only one of the interven-
tions tested, but in one study [24], two interventions en-
compassing the stimulation of active coping were tested.
Consequently these are both incorporated in this review.
In another study [25] also two interventions with a focus
on active coping were tested. Because these interven-
tions both have the exact same content and only differ in
background of persons leading the intervention, only the
intervention as it was planned originally (“the lay-taught
intervention") will be discussed.

The available characteristics of the interventions are de-
scribed in figure 3. No intervention was described as be-
ing specifically aimed at stimulating patients to cope ac-
tively with problems they encountered in their daily lives.
In general, three types of interventions can be identified
from the descriptions in the selected articles (figure 3):
self-management in which illness self-management skills
are taught [22,24-26,27/32,30,31,34,35], education-sup-
port groups which include teaching self-management
skills in an atmosphere of emotional support [21,33/36],
and cognitive-behavioral therapy which is aimed at im-
proving the patients’ way of dealing with pain and stress
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Table 1
Methodological quality of the studies

Methodological criteria Total score
Study n (E/C) 1 2 3 4 5§ 6 7 8 9% W 11 12 13 W 15 % 7 .8 W20 1 22
[21]  38(1919) 10 o oo v @ ¥ 0 9 ¥ 0§ YooW ¥ ¥ o ety W e 75 )
[22] 284'(134/65) 0S5 1 Y ? O 1 7 O)NOS)OS v 1 P WY T oW MM Y O 1 1 O 8.0(11.5)7
[23] _ 105° (35/35) 1 1 ' % 3 *t_® ' 1 of% O O©F * ' © 1t 1 ; . 1 0 90
24 @284 05 1 v 7 o0 1y 7 ! O O8 1 o3 P ¥ % @ 4 -3 1 @ 9.0
[25] 100%(3432) 05 1 Y ? O 1 1! 05 7MSOS 1 05 1 ?r ?r 1 Wy Y O Vv 1 0 10,0(011.8)%
[26] 459°153183% 08 v ? 0?7 1 1 ? 7 ? ©O5 1 O8 ? 71 7 ? 7 1 O 1\ m O 758
[27/32]200(100/100) 05 O nr w0 1 7 705  ?0) OS5 05 O 05 W) 7?7 WY 1 1 1 1 1 @ 8.0(10.8)7
[2837)105'@27/23) 1 1 1) Y 1O 7 05 05 05 1 05 O WY WO WY 1V v v 0 o O 20013 °
[29)  10(5/5) ¥ 0 m o 3 0 F T ¥ OS ¥ 2 ¥ ¥ O oY 4N 1 4w eusd R
[30]  48(31/37) 1 0 o o O 1 7 ? ? 05 ? 1 % ? P ? 7 A % 1 _©0 1 | @
[31]_ 75(38/37) v 1 ¥ ¢ @9 1 ¥ ¢ 9 4 ¢ 08 08 ¥ 9 ¢ 1 4 14 -3 ‘4 @ 120
[33/36] 363" (91914 1 1 ; A S 1 ? 0 ? 05 1 0 05 ? 05 7 ? G 1 a0 95
34 100(s0/50%) 1 1w MY 11 ? A0S WO) OS5 Y 1?7 1 a0 1 v 1 0 O 9250147
[35] 68 (38/30) 1 10 A AN 1 AN A WO 05 05 1 LI [ B 6 1 I 1 1 o 10.0016)7
Total score 115 10 5 1" 1 05 85 B85 B8 55 1 05 3 4 13 M 13 & 2
? - - 10 W 3 - 4 W 122 - 3 1 5 13 12 w0 10 - - e ¥

n = number of patients randomly assigned to intervention group (E) and control group (C);
methodological criteria 1-22: see figure 2, score 1 = yes, score 0.5 = partly and score 0 = no/unknown;
nr = not relevant (score 0)

' Four study groups in original study

? Score after inclusion of missing methodological information provided by corresponding authors

! Three study groups in original study

¢« Estimated number; information not available
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[23,28/37,29]. lliness self-management skills are basic
skills (e.g. the use of heat and massage as pain manage-
ment tools, protection of joints through improved body
mechanics, conservation of energy through pacing activi-
ties, and the prudent practice of exercise and rest),
traditionally taught by nurses, occupational and physical
therapists. Additional self-management skills taught in
educational programs include knowing how to solve
arthritis-related problems and how to adapt and combine
various techniques to achieve maximal benefit [38]. Cog-
nitive behavioral techniques are associated with behavior
therapy or cognitive-behavior therapy and intended to
increase such skills as voluntary relaxation of the skeletal
muscles, diverting attention away from pain, re-interpreting
pain by challenging irrational pain-related cognitions,
solving everyday problems more effectively through the
use of learned and practiced cognitive procedures, self-
reinforcement of adaptive behavior, increasing assertive-
ness, and developing a view of oneself that emphasizes a
sense of mastery or control (38].

The studies on the effects of the Arthritis Self Management
Program [22,25] investigated a nonrevised [22] and a re-
vised [25] version. The latter was designed specifically to
enhance self-efficacy by using self-efficacy-enhancing
strategies based on skills mastery, modeling, reinterpret-
ing symptoms, and persuasion. Four other studies [24,26,
31,35] reported evaluations of interventions which were
in some way based on this Arthritis Self-Management
Program.
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Study Intervention: Self-management Participants

22 Arthritis Self-Management Program Rheumatoid arthritis
Structure: Six sessions, spread over four months Osteoarthritis
Aims: Not described Other types of arthritis

Content: Teaches patients the general principles of managing arthritis,
emphasizes the nature of arthritis, the appropriate use of medication,
range of motion and isometric exercises, relaxation techniques, joint
protection, nutrition, interaction of patients with physicians, and evaluation
of nontraditional treatments.
* Family members can participate if they wish.
Includes group discussion, practice, use of contracts and diaries to improve
compliance and weekly feedback.

24 Arthritis Self-Management Course Rheumatoid arthritis
Structure: Six weekly sessions (two hours) Osteoarthritis
Aims: Not described Gout or pseudogout

Content: Basic anatomy and physiology of a joint, principles of arthritis self-help,
preparing for exercise (use of heat, massage, and relaxation), isometric exercise,
exercise diaries, arthritis medications, solving social and/or functional problems
resulting from arthritis, depression, nutrition, nontraditional treatments, joint
protection, work simplification, physician and allied health professionals-patient
communications.

* Self-help type of instruction and small-group dynamics are emphasized.
Community Education Program

Structure: Six weekly sessions (two hours)

Aims: Not described

Content: Basic anatomy and physiology of a joint, description of rheumatoid
arthritis and osteoarthritis (rheumatologist); preparing for exercise, range of
motion exercises, isometric/ isotonic exercise (physical therapist); nutrition
(registered dietitian); arthritis medications, avoiding quackery (rheumatologist);
joint protection, avoiding and coping with functional problems, work
simplification (occupational therapist); working with your doctor, solving
problems created by arthritis (social worker).

* Lecture-oriented classes; no explicit emphasis on group process.

Figure 3. Intervention characteristics. (to be continued on the next pages)
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Figure 3. (continued)

Study

25

26

27/32

30

Intervention: Self-management

Participants

Arthritis Self-Management Course

Structure: Six weekly sessions (two hours)

Aims: Not described

Content: Overview of types of arthritis, range of motion and isometric exercises,
relaxation techniques, use of medications, nutrition, methods of solving
problems encountered in daily living, joint protection, evaluation of
nontraditional therapies, and techniques of patient-physician communication.

Arthritis Self-Care Education Program

Structure: Six sessions (two hours)

Aims: Enhancing self-care capabilities.

Content: Encouragement of active practice of self-care (contracts), problem
identification and problem solving.

* Family members and friends can participate if they wish.

Arthritis Education Program

Structure: Six weekly sessions (150 minutes)

Aims: Teaching factual knowledge, develop skills and help in coping with
chronic disease.

Content: Medical aspects, pain management, available treatments, stress
management, self-awareness and communication skills, exercise; work
simplification and joint protection; nutrition and leisure; availability of
community resources.

Patient Education Program

Structure: Six weekly sessions with one double session (two sessions in one)

within this period

Aims: Information on rheumatoid arthritis and treatment possibilities

(lectures and group discussions); coping with daily problems (practicing);
exchanging feelings and emotions with other patients.

Content: Rheumatoid arthritis and development of the disease (rheumatologist);
diagnostic procedure and observation of development (rheumatologist); changes
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Intervention: Self-management Participants

in joints and functional constraints (occupational therapist); treatment with
medicines and surgery (rheumatologist, practice nurse); pain and coping
with pain (psychologist); physical exercise (physiotherapist); joint protection
(occupational therapist); social legal problems; self-help (social worker,

* Short lectures, group discussions, and practicing recommended
behaviors are components of every session.

Group Education Program Rheumatoid arthritis

Aims: Strengthening of self-efficacy and self-management behaviors.

Content: Contracting, goal setting and feedback to stimulate physical exercises
at home; self-management and problem solving; information on the disease and
treatment; pain management and relaxation; physical exercises; communication
skills; coping with depression (methods are discussed and maintenance of social
contacts and daily activities are emphasized).

Study
practice nurse).
Groups led by psychologist and lecturer.
31
Structure: Five weekly sessions (two hours)
* Partners can participate if they wish.
34

Problem-Based Interactive Education Program Rheumatoid arthritis
Structure: Eight weekly sessions (150 minutes)
Aims: Not described
Content: Establishing contact within the group and discussion of each
individual’s main problem with the disease and suggestions how to overcome
this problem (active participation of group members); focus on capability to pursue
preferred priorities rather than feel discouraged by limitations; understanding disease
process (led by a professional doctor); medication, surgery, alternative treatments
(nurse); diet, fasting, and basic nutrition (dietitian); pain management by rest,
exercise and relaxation (physiotherapist); hand function, hand program, technical
aids (occupational therapist); how to live with rheumatoid arthritis (social worker);
practical session: training kitchen (occupational therapist); review of earlier sessions
followed by free discussions.
* Content of each session is based on discussions of how to solve the problems
of the patients. Patients allowed to bring one relative or friend in the last session.
Informal extra meeting after one year.
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Figure 3. (continued)

Study

35

Intervention: Self-management

Participants

Multidisciplinary Arthritis Training Program
structure: Nine daily sessions (afternoons) within two weeks
Aims: To encourage patients to assume management of the disease, improve
patient-relevant disease-related disorders (disability, depression, social issues).
Content: Pathogenesis, drug therapy (benefits and limitations), impact of
physicotherapy, practical exercise in remedial gymnastics, use of joint protection
devices, orthopedic perspectives, psychological counseling emphasizing sense of
control and skill in coping with the disease, stress management and relaxation
exercise, dietetics, information about unproven cures and social assistance
to improve utilization of public social resources.
¢ Interactive discussion, problem solving, goalsetting, diaries and feedback

to stimulate techniques patients were taught.

Cooperation between rheumatologists, physicotherapists, psychologists,

and social workers.

Family members and friends can participate if they wish.

Completed by means of a supervised monthly meeting structured during one year

to establish patients’ mutually interactive help and to consolidate achievements.

Rheumatoid arthritis

Study

Intervention: Education-support groups

Participants

21

Education-Support Group

Structure: Four weekly meetings (90 minutes)

Aims: Educational forum regarding rheumatoid arthritis and its treatment and
provide a climate of emotional support.

Content: Patients introduce themselves and any attending family members, and
briefly discuss their physical and social situations; rheumatologist, rheumatology
nurse specialist, and physical or occupational therapist attend at least one session
to answer questions; groups led by facilitator of discussion, allowing topics to arise
spontaneously; patients are individually instructed to perform joint exercises four
times daily and to apply moist heat to affected joints immediately before each
exercise session.
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Study Intervention: Education-support groups Participants

33/36  Education Groups Osteoarthritis
Structure: 10 weekly two-hour meetings followed by 10 monthly two-hour meetings
Aims: Not described
Content: Information about osteoarthritis, recommendations on coping or
self-treatments, and when to use the health care system with active involvement
of the participants.

Study Intervention: Cognitive-behavioral therapy Participants

23 Stress Management Rheumatoid arthritis
Structure: 10 weekly sessions (90 minutes)
Aims: Not described
Content: Help the patient identify sources of stress and learn relaxation
techniques and strategies for coping.
* A psychologist structures (determines the content) and directs all activities.

28/37 Cognitive-Behavioral Therapy Rheumatoid arthritis
Structure: 10 weekly sessions (two hours)
Aims: To improve coping with pain and disease-related stress
(e.g. physical impairment).
Content: Biomedical information provided by a rheumatologist,
assessment of the patients’ coping repertoire and self-management of active
coping behavior (clinical psychologists). Special attention is given to the
differential effects of behavioral coping with regard to pain, mobility, and self-care.
The following coping strategies are trained: progressive relaxation, rational
thinking, active coping behaviors (distraction by pleasant activities, continuation
of activities by reducing demands) and goalsetting with emphasis on adjustment
of demands to the current physical condition. Homework assignments are given
at the end of every session and evaluated in the next session.



2 Stimulating active coping in patients with rheumatic diseases:

A systematic review of controlled intervention studies

Figure 3. (continued)

29

Study Intervention: Cognitive-behavioral therapy

Participants

Cognitive Behavioral Therapy

Structure: Six sessions (90 - 120 minutes) during two weeks

Aims: To deliver opportunities to improve skills in cognitive, emotional, and
behavioral dealing with the disease; giving as many as possible ways of dealing
with the disease in response to the following problems presented by the patients:
pain, depression, decreasing functional abilities, fear for unpleasant side effects
of medicines, insecurity about possible future developments of the disease,

and communication problems with friends and acquaintances.

Content: The transactional stress-coping model proposed by Lazarus and Folkman
(introduction); distraction, relaxation, objectifying pain (coping with pain);
visualization (reducing helplessness, fear for unpleasant side effects of medicines);
training in getting pleasure out of life (changing depression, development

of stress buffering techniques); role plays (increasing social skills); topic of
conversation: “loss and grief” (different ways of coping).

Rheumatoid arthritis
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Effects on coping, social support, and quality of life
Post-intervention observation time is not provided in one
study [26]. From descriptions of almost all other studies,
it is clear that the effects of the interventions were first
measured within four weeks after the end of the interven-
tion. In one study [27/32], however, measurements ana-
lyzed to detect any effects of the intervention did not
take place until approximately 10 months after the end of
the intervention. In four studies [22,24-26], no follow-up
assessments were made. Final follow-up assessments in
the other studies varied from three months [29,30] to al-
most five years [32] after the end of the intervention.

In general, outcome measures to investigate the effects
of the interventions in selected trials included knowledge,
physical status, psychological status, health-related be-
haviors, and health service utilization. As far as outcome
variables which are relevant for this systematic review are
concerned, table 2 shows that only three [28/37,29,35] of
all selected studies investigated the effects of the inter-
ventions on coping specifically. The results indicated that
in only one [35] of these trials, did the intervention in-
crease active coping but not until the first follow-up. With
regard to social support, improvements were found in on-
ly one [35] of the four studies [21,24,28/37,35] investigat-
ing the effects on this variable. In this study, contacts with
relatives and friends were reported by the patients as be-
ing improved right after the end of the intervention and
this effect was sustained until the second follow-up. In
another study [33/36] the number of people listed as a
source for social support was used as an outcome meas-
ure; no effects have been found on this variable. Effects
on quality of life were measured in two studies by meas-
uring life satisfaction [23,31] and in 13 studies by means
of asking the patients about their functional health status
[22-26,27/32,28/37,29-31,33/36,34,35]. In both studies
measuring life satisfaction, no improvements have been
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found on this variable. Positive effects of the intervention
on functional health status were seen in 6 of the 13 stud-
ies measuring this variable. More specifically, results
showed a decrease in anxiety detectable at second fol-
low-up [33/36], an increase in psychological autonomy at
post-intervention not sustained until follow-up [29), a de-
crease in perceived disability at post-intervention not
sustained until follow-up, as well as an increase in self-
confidence and relations to friends, both sustained until
follow-up [34), less problems caused by the rheumatic
diseases at post-intervention and follow-up [27/32), an
increase in disability at post-intervention and first follow-
up which did not sustain until the second follow-up meas-
urement [31], and a decrease in disability and depression
both sustained until the second follow-up measurement
[35]. No effects on functional health status were found in
all other studies measuring this variable [22-26,28/37,30].
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Table 2
Results of individual studies

Social support Quality of life
Study Coping Social support  Loneliness Life satisfaction Functional health status
Self-management
22 (RCT) 0’
24  (RCT) 0?03 0! 04
25 (RCT) 0’
26 (RCT) 0! 04
27/32 (CCT) 00’ + 456
30 (CCT) 004 007
3N (RCT) ooo® ++0' 0007
34 (RCT) +0 +4°  00¢
35 (RCT) 0+ +7 ++ 410 +4+ 4+ + 444
Cognitive-behavioral therapy
21 (CCT) oo"
33/36 (RCT) 000" 0004 000" 00+%
Education-support groups
23 (RCT) 00" 00! 004
28/37 (RCT) 06 00" 00’
29  (CCT) 00'8 047 004 +0® 002
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Notes table 2

0 = no significant effect, + = significant positive effect;

RCT = randomized controlled trial; CCT = controlled clinical trial;

First sign means effect assessed first time after the intervention, second sign means effect
assessed second time after the intervention, third sign means effect assessed third time after
the intervention

' Disability

? Perceived instrumental support

3 Perceived affective support

4 Depression

5 Problems with arthritis: self-confidence, relations to relatives and friends

% Problems with arthritis: depressed feelings, difficulties working, fear of the future

7 Functional health status (six subscales measuring physical, psychological, and social aspects)

8 Well-being

7 Active problem-oriented coping

19 Improved contacts with relatives and friends

1 Adequacy of families’ attitudes and behavior

'2 Number of people listed as a source of social support (social support measured indirectly)

'3 Health status (one scale integrating mobility, physical activity, and social activity)

14 Anxiety

15 Life satisfaction

16 Coping with stress (palliative reaction pattern, active problem solving, seeking social support,
disclosure of emotions, comforting cognition, awaiting / avoidance)

'7 Social support (potential emotional support, actual emotional support, mutual visits)

'8 Coping with stress (active coping, trivialize)

' Coping with stress (distraction)

20 Negative affect

21 positive affect
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Sequential relation between coping, social support,
and quality of life

Synthesizing the results of the individual studies does not
lead to indications that active coping leads to an increase
in social support which, in turn, improves quality of life.
Table 2 shows that only two studies investigated the
effects on all three variables coping, social support, and
quality of life [28/37,35]. In one of these trials active coping
actually increased (35], but this effect was not detected
until six weeks after the end of the intervention. As im-
proved social support and quality of life were reported di-
rectly after the end of the intervention as well as six weeks
and almost one year after the intervention, these findings
do not indicate a sequential relationship between active
coping, social support and quality of life.

Besides, a variable related to coping as well as social sup-
port were both measured in another selected study [21].
Results of this trial showed that patients with higher ratings
on perceptions of abilities to cope with rheumatoid
arthritis (e.g. ability to ask for help in completing house-
hold tasks, explain the disease to others, verbalize feel-
ings of depression or frustration, and engage in custom-
ary degree of sexual activity), tended to perceive their
family relationships with respect to the disease as being
more adequate than those with lower ratings. This indi-
cates a relationship between social support and self-effi-
cacy in dealing with the disease ("perceptions of self-
coping") which, although probably strongly related to
coping, is not the same as coping.

Discussion

The heterogeneity of the interventions (figure 3) and of
operationalizations of outcome measures (table 2) in the
trials included in this systematic review makes a mathe-
matical synthesis of intervention effects inappropriate.
Consequently, the results from the trials have been dis-

cussed in narrative form.

The results of the individual studies (table 2) illustrate that
in general, coping and social support were seldom out-
come variables in the studies under review. Indicators of
quality of life, on the other hand, were measured in al-
most all trials as an outcome variable. The results of the
studies reviewed are consistent in that many provide evi-
dence for improvement in functional health status as an
indication of quality of life, which can be attributed to the
interventions (table 2). However, in 7 of the 13 studies in-
vestigating effects on quality of life, no effects could be
found. In general, the 6 studies in which effects on quality
of life are found are similar in methodological quality to
the 7 studies in which no effects are detected. In the few
studies in which coping or social support was measured,
significant effects on these variables could be found in
only one study [35] (table 2). The methodological quality
of this study (table 1) is higher than the methodological
quality of the studies in which no effects could be found
on coping [28,29] or social support [21,24,28]. Whether
active coping leads to more social support for the patient
which, in turn, improves the quality of life, cannot be de-
termined in the present review. An explanation can be
found in the focus of the studies under review; none was
specifically aimed at investigating the effects of active
coping with daily problems on social support, nor with the
effects of this social support, triggered by active coping,
on quality of life.

Post-intervention observation time is not provided in one
study [26]. From descriptions of the other studies it is
clear that in all of these studies except one, the effects of
the interventions have been first measured within four
weeks after the end of the intervention; in one study
[27/32], measurements analyzed for detecting any effects
of the intervention did not take place until almost one
year after the end of the intervention. In this study some
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