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Summary

Because of emotional, behavioral, and social consequences of
rheumatic diseases, they may negatively influence the quality
of the lives of those people who are affected. Until now, there
is no cure for rheumatic diseases and in many patients treat-
ment cannot prevent a decrease in quality of life. Consequently,
it is important to find ways to improve the quality of life of people
with rheumatic diseases. Although little is known about the ex-
act relationships, in several studies indications have been
found that social support may increase quality of life and that
this social support, in turn, may be increased by active coping.
This thesis reports on the impact of coping on social support
and quality of life of patients with chronic rheumatic diseases
affecting the joints. The core questions are whether stimulating
active coping affects the rheumatic patient’s coping behavior,
social support, and quality of life and if the hypothesis that ac-
tive coping increases social support which, in turn, improves
quality of life, can be supported.
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Chapter 1 provides a general introduction to this thesis.
The importance of improving the rheumatic patient's
quality of life is stressed and the relevance of social sup-
port and coping in this respect are outlined. The first
chapter more specifically consists of paragraphs on rheu-
matic diseases, the prevalence of rheumatic diseases, the
impact of rheumatic diseases on quality of life, the con-
cepts quality of life, social support and coping, the re-
search questions and an outline of the study that is the
subject of this thesis.

Chapter 2 addresses the state of affairs regarding active
coping interventions for people with rheumatic diseases
by providing a systematic review of controlled studies in-
vestigating the effects of these interventions. More specifi-
cally, the impact of active coping interventions on coping,
social support and quality of life are reviewed as is the
subsequent relationship between these concepts. Very
few of the 14 selected studies included coping and social
support as outcome measures. Effects on social support
(improved contacts with relatives and friends) have been
found in 1 of 4 studies investigating this variable. Coping
has been measured in 3 studies with positive effects
found on active coping in 1 study. Almost all studies, i.e.
13 studies, measured effects on quality of life and 6 studies
found positive effects (all on functional health status).
Whether active coping increases social support which, in
turn, improves quality of life could not be determined
from the selected studies. The reason for this is that only
two trials measured all three concepts coping, social sup-
port and quality of life and none of these studies investi-
gated the interrelationships between the variables.
Based on the results it is recommended that trials on the
effects of coping interventions should include the meas-
urement of all three variables coping, social support and
quality of life and also pay attention to testing a sequen-
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tial relationship between these variables. As information
for methodological quality assessment was lacking for
many trials, more information on methodology should be
provided.

Chapter 3 presents the results of a cross-sectional study
that was conducted among rheumatic outpatients. In this
study three hypotheses describing the relationships be-
tween coping behavior, social support and quality of life
were investigated using path analyses. The first hypothe-
sis is that social support is a coping resource and coping
as a consequence of support or criticism from the social
environment has an impact on subjective well-being. The
second hypothesis states that coping behavior influences
social support received which, in turn, influences the pa-
tients’ quality of life. In the third hypothesis coping and
social support have a reciprocal relationship and both in-
fluence well-being. Results showed that the second hy-
pothesis may be a useful framework for investigating
coping behavior, social support and quality of life in pa-
tients with rheumatic diseases; the results of the study
show that avoidant coping behavior decreases social sup-
port which, in turn, negatively influences the rheumatic
patient's subjective well-being. The study also showed
that this hypothesis cannot be confirmed for action-di-
rected coping and seeking social support. It is stressed,
however, that causal inferences are not possible because
cross-sectional data are used. An experimental study in
which coping is manipulated is recommended for testing
the hypothesis for which indications have been found in
this cross-sectional study.

Chapter 4 reports on the development of a coping inter-
vention for people with rheumatic diseases by describing
results of an expert meeting and a literature study, a draft
version of the intervention and expert advice on this con-

cept of a reference group, and finally a pilot test. Also,
the resulting content of the coping intervention is outlined
as well as the methods and results of a process evaluation
of this intervention. The final intervention is aimed at
teaching active coping (i.e. action-directed coping and
coping by seeking social support) by providing partici-
pants with skills in systematic problem solving and in
seeking social support. The supervisors of the coping in-
tervention groups, as well as the participating patients
took part in the process evaluation. Data were provided
by the patients during group evaluations and by means of
questionnaires; supervisors were asked specific questions
during telephone interviews, group sessions and in the
instruction book describing the protocol for the interven-
tion. Results show that the content of the coping inter-
vention is evaluated positively. Besides, enthusiastic and
empathic supervisors and mutual support between par-
ticipating patients were important aspects of the coping
intervention. The process evaluation also showed that
several patients were reluctant to apply the method in
solving the problems through which the problem solving
and support seeking skills were taught. This may have
been caused by the fact that the intervention did not in-
clude problem orientation. The chapter is concluded with
the following guidelines for implementation of the coping
intervention: Problem orientation may be added as an in-
troduction to the method of systematic problem solving
comprising the present intervention and intake conversa-
tions with participants should be conducted to reduce
drop-out during the intervention.

Chapter 5 presents a randomized controlled trial that was
undertaken to provide insight in the effects on coping,
social support (social interactions and loneliness) and
quality of life (functional health status and life satisfac-
tion) of the active coping intervention described in chap-
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ter 4. The conclusion of the study in chapter 5 was that
when people with rheumatic diseases were taught to
cope actively, they showed an increase in action-directed
coping as well as in functional health status and mobility
in specific. No effects of the coping intervention could be
found at six-months follow-up. Another finding was that
attending at least half of all 10 sessions of the interven-
tion in which active coping was taught, additionally leads
to less loneliness right after the intervention and to an in-
crease in life satisfaction and a decrease in negative so-
cial interactions at six-months follow-up. Based on the re-
sults of this study, the coping intervention is recommend-
ed as part of regular care but maintenance sessions
should be added.

Chapter 6 addresses the mediating role of social support
on the relationship between active coping and quality
of life using data from the randomized controlled trial
described in chapter 5. The study was based upon the
hypothesis that by stimulating people with rheumatic
diseases to cope actively with their problems, such an
intervention would lead to more support from the social
environment and, consequently, to a higher quality of life
in these patients. It is argued that investigating this
hypothesis is important because it may lead to ways for
increasing social support and quality of life by teaching
active coping and at the same time gives information on
the exact relationship between the concepts which is
useful for other interventions in the future. The results
showed that decreased loneliness serves as a mediator
for a positive relationship between action-directed coping
(as an indicator of active coping) and both life satisfaction
and functional health status (representing quality of life).
The hypothesis, however, does not hold for coping by
seeking social support as another indicator of active
coping. In addition, no significant effects have been found
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of active coping on quality of life via positive and nega-
tive social interactions, which were both used as indica-
tors of social support.

Chapter 7 encompasses a general discussion of the whole
study. First, it discusses the major findings in relation to
the research questions leading to the general conclusion
that stimulating active coping behavior (i.e. action-directed
coping and coping by seeking social support) can have
increasing effects on action-directed coping, social sup-
port and quality of life and decreased loneliness may act
as a mediator on the relationship between action-direct-
ed coping and quality of life. Although results showed that
it is possible to increase active coping during a group
intervention, attendance of participants is indicated as
an important aspect of such an intervention and main-
tenance sessions are recommended. The last chapter
further elaborates on methodological problems in meas-
uring coping, social support and quality of life, gaining
and keeping an adequate sample size, and some more
specific methodological considerations like outcome as-
sessment, follow-up measurements and external validity.
The chapter ends with recommendations for future re-
search (e.g. agreement on definitions and operationaliza-
tions of coping, social support and quality of life) and
practice implications (e.g. elaborate the coping interven-
tion described in this thesis to patients with other chronic
diseases).



Samenvatting

Samenvatting

Reumatische aandoeningen kunnen de kwaliteit van leven van
patiénten negatief beinviceden door emotionele, gedrags-
matige en sociale gevolgen. Tot op heden kunnen reumatische
aandoeningen niet genezen worden. Ook kan in veel gevallen
de voorhanden zijnde behandeling niet voorkomen dat de kwaliteit
van leven van de patiént afneemt. Daarom is het van belang te
zoeken naar manieren om de kwaliteit van leven van mensen
met een reumatische aandoening te verbeteren. Hoewel er nog
weinig bekend is over de exacte samenhang, zijn er aanwijzingen
uit onderzoek dat sociale steun de kwaliteit van leven kan
bevorderen en dat sociale steun kan worden verhoogd door ac-
tieve coping.

In dit proefschrift wordt de invioed van coping op sociale steun
en de kwaliteit van leven van mensen met een chronische
reumatische gewrichtsaandoening beschreven. De eerste on-
derzoeksvraag is of het bevorderen van actieve coping van in-
vioed is op het copinggedrag, de ontvangen sociale steun en
de kwaliteit van leven van mensen met reuma. De tweede vraag
binnen het onderzoek is of er bewijs kan worden gevonden
voor de hypothese dat actieve coping sociale steun bevordert
en dat deze toename in steun vanuit de sociale omgeving de
kwaliteit van leven verhoogt.

In hoofdstuk 1 staat een algemene inleiding. Het belang
van het verhogen van de kwaliteit van leven bij reuma
wordt benadrukt en de relevantie van sociale steun
en coping hierbij wordt toegelicht. Achtereenvolgens
wordt ingegaan op de meest voorkomende reumatische
aandoeningen, de prevalentie van reumatische aan-
doeningen, de invioed op de kwaliteit van leven, de con-
cepten kwaliteit van leven, sociale steun en coping, de
onderzoeksvragen en de studie die onderwerp is van het
proefschrift.

Hoofdstuk 2 is een systematische review die inzicht biedt
in de stand van zaken met betrekking tot interventies die
gericht zijn op bevordering van actieve coping bij mensen
met reuma. In dit hoofdstuk staat een systematische
screening van gecontroleerde studies naar effecten van
deze coping-interventies centraal. Aandachtspunten hier-
bij zijn de invloed van de interventies op coping, sociale
steun en kwaliteit van leven en de achtereenvolgende re-
latie tussen deze variabelen. In slechts enkele van de 14
geselecteerde trials zijn coping en sociale steun on-
derdeel van de variabelen die gemeten zijn. Effecten op
sociale steun (verbeterde contacten met vrienden en
familie) zijn gevonden in 1 van de 4 onderzoeken waarin
deze variabele een uitkomstmaat is. Coping is gemeten
in 3 studies waarbij in 1 van deze een positief effect op
actieve coping is geconstateerd. Kwaliteit van leven
wordt gemeten in bijna alle (13 van de 14) geselecteerde
onderzoeken en in 6 van deze worden positieve effecten
op kwaliteit van leven gevonden. Deze effecten betreffen
allemaal een toename in de functionele gezondheidstoe-
stand. Of actieve coping sociale steun bevordert en dien-
tengevolge de kwaliteit van leven verhoogt, kan niet wor-
den vastgesteld op basis van de systematische review.
De reden hiervoor is dat slechts in twee trials zowel coping,
sociale steun als kwaliteit van leven gemeten zijn en in
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