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Summary

The population in the Netherlands is ageing, addrgbeople are often
confronted with one or more chronic diseases (coiddy). Comorbidity is
associated with an increase in both the costshandstilization of health care
services. The current focus of the health careeayst the Netherlands is on
acute care and on cure, with the physician as &xq®l relatively little
attention seems to be paid to the psychosociakaaiétal problems that patients
with chronic diseases often have to cope with uhitazh to their biomedical
problems. Since chronically ill patients themselassresponsible for the daily
management of their disease, it seems importagmnadourage them to be
actively involved in their own health care. Thisidze achieved through self-
management programs. Because a chronic diseasa lvapact on various
aspects of life, it is important that such self-@g@ment programs focus not
only on the physical aspects of a chronic disdasealso on quality of life and
well-being. However, due to the combination of mibran one chronic disease
in many older patients there is a need for selfagament programs that do not
only address the problems related to one spedat&ade, but rather address
general management problems that are similar fégrdnt chronic conditions.

In a literature search we found that the ChrongeBse Self-Management
Program (CDSMP) developed by Lorig and colleaguas reported to be
beneficial for older people with one or more chootliseases. The results of
studies show that the CDSMP can have positive tsfi@t self-efficacy, health
behavior, health status, and health care utilinatiowever, the different
evaluations are difficult to compare, and this nsakelifficult to draw any
general conclusions about the effectiveness oCIhEMP.

From previous studies of the CDSMP it is not knawrether the actual
subjects were a specific selection of the intersdedple, but based on other
studies of self-management interventions it mighabsumed that the
participants are a biased selection of the interséeaple. Therefore, before
implementing the CDSMP in the Netherlands, its uisefss and effectiveness
must be investigated in a systematic way, andni@issbeen done in the studies
described in the present thesis. After translatmegprogram into Dutch, three
research questions were formulated: 1) What arehbd-term and longer term
effects of the CDSMP in terms of self-efficacy fsahnagement behavior,
health status, and health care utilization?; 2) Vdna, if any, the working
mechanisms of the CDSMP, and what is the effette@fCDSMP on quality of
life and well-being?; 3) Are the actual subjectshis study, i.e., people who
agreed to participate, indeed, a biased selecfitmeantended sample?
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Before describing the studghapter 2gives an overview of the theoretical
background of the CDSMP. The CDSMP is based on Ba'slself-efficacy
theory, and we explain why Lorig and colleaguessehihis self-efficacy theory.
This is followed by a definition of self-efficacyarious ways in which to
enhance self-efficacy are discussed, and we exptaanthe self-efficacy theory
can be applied to patients with chronic illnestesig et al. incorporated four
strategies to enhance self-efficacy in the CDSMP, performance mastery,
modeling, persuasion, and physical reframing. Thdiating role of self-
efficacy was mainly studied in the Arthritis SelfaMagement Program (ASMP),
an arthritis program on which the CDSMP is partgéd. However, in a study
on the mediating role of self-efficacy in the CDSNIRvas found that both
baseline self-efficacy and improvement in selfezttiy were accompanied by 1-
year reductions in health care utilization. To swarige, enhanced self-efficacy
leads to improvements in self-management behawidhaalth status, and a
reduction in health care utilization.

Nevertheless, in addition to the earlier-mentiomedhodological problems
encountered in the CDSMP studies, there also sedm theoretical problems.
For example, the hypothesized mediating role dfeféicacy in the CDSMP
was not evaluated consistently in earlier resedvidreover, it was not
guestioned whether other self-management mechamisuhd possibly play a
role, especially those that would enhance quafitife Therefore, it was
deemed necessary (1) to obtain more insight iregdssible pathway(s)
through which self-efficacy enhances health outcamasures, (2) to
investigate whether there are other working medmasiin addition to self-
efficacy, and (3) to determine whether the CDSMPagces overall qualify of
life and well-being. Therefore, in addition to thelf-efficacy theory, we needed
a theory that specifies self-management abilitteserothan self-efficacy, and
that postulates pathways through which self-managébilities enhance
guality of life and overall well-being. The thearf/self-management of well-
being (SMW) seemed to be suitable for this purpbseause it specifies how
certain self-management abilities, including séficacy, enhance overall well-
being. This theory specifies six self-managemeiiitials that are needed to
indirectly enhance both the physical and the satimmkensions of overall well-
being: self-efficacy beliefs, having a positivenfra of mind, taking the
initiative, investment behavior, multifunctionalitgnd achieving and
maintaining a variety in resources. When analytiegcontent of the CDSMP,
based on the theory of SMW, it might be assumetitiese self-management
abilities will also be enhanced in the CDSMP.

Summary 173



Based on the above-mentioned theoretical considagthe following four
hypotheses were formulated (for older people witd or more chronic diseases
in the Netherlands, compared to controls) and eogbly tested:

1. Participation in the CDSMP will increase self-edity, self-management
behavior, and health status in the short-term arida longer term.

2. The CDSMP will increase self-management abilitied well-being in the
short term and in the longer term.

3. Participation in the CDSMP will decrease healtreaatilization in the
longer term.

and:

4. The actual subjects in this study on the effecth@fCDSMP, i.e., people
who agree to participate, are a selection of ttenoed sample.

Chapter 3describes the methods used in the studies reportad thesis. First
of all, the sample size, the recruitment stratéyy ,enrollment process, and the
characteristics of the participants are descrifbad is followed by an overview
of the measurements and the questionnaires thatwged. Subsequently, the
intervention is described, and, finally, the anab/applied in the studies are
discussed.

The first three hypotheses were tested by meaasaridomized controlled
clinical trial. A total of 129 chronically ill oldepeople, aged 59 and older, with
COPD or asthma, angina pectoris or heart failuréejabetes, or arthritis, were
included and assigned to an intervention group {hs6 a control group (n=62).
The intervention group participated in the Dutchsien of the CDSMP, and the
two groups were compared with regard to the sleom {immediately after the
course) and/or longer term (after six months) ouies.

Chapter 4describes our evaluation of the short-term anddontgrm effects
of the CDSMP among chronically ill older peopldlie Netherlands. This study
did not yield any evidence for the effectivenesthef CDSMP on self-efficacy,
self-management behavior or health status. Howéesquse the patients who
participated in the program were very enthusiastioch was also confirmed by
the very high participation rate and only one doap;- it seems too early to
conclude that the program was not beneficial feséhpatients.

Although no effects of the study were found on-séficacy, health
behavior or health status, the participants innkervention group were very
positive. They stated that they were more ablsétf) manage their disease,
and that they “felt better”. Greater ability tolfsemanage the disease seems to
indicate enhanced self-management skills or asliti herefore, it is possible
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that, in addition to self-efficacy, other genemfsnanagement skills or abilities
were addressed in the program, which may have magka positive influence
on subjective well-being than on health staCisapter 5describes a study that
aimed to evaluate whether the CDSMP possibly erdthother self-
management abilities, in addition to self-efficaagd whether these abilities
affected subjective well-being. The findings showedeffectiveness of the
CDSMP on self-management abilities other thanefi¢acy, or on subjective
well-being, i.e., patients in the intervention goalid not significantly improve
or deteriorate with regard to these outcomes.gdbssible that the content of the
intervention was too implicit with regard to thestber self-management
abilities. It might also be that the patients wheravincluded had a level of
functioning that left little room for improvement.

The combination of an increasing number of chrdhjigth patients and
constant cut-backs in health care resources vgillltéen an increasing burden on
the Dutch health care system. In the USA, the CD®s4’been reported to
have a positive effect on health care utilizatibme aim of the study described
in Chapter 6was to evaluate the effect of the CDSMP on hezdtle utilization
among chronically ill older people in the Nethedanlin the sample described
above, the intervention group and the control gneepe compared with regard
to health care utilization, i.e., visits to a gealqractitioner, visits to a medical
specialist, total visits to a physician, visitsatphysical therapist, visits to a
social worker, help from home care, help from udpalunteers, and number of
days hospitalized. A significant difference wasrfduetween the intervention
group and the control group with regard to home cditization, but qualitative
inspection of the data showed that this effectdowlt be attributed to the
intervention. No differences were found betweentit® groups with regard to
utilization of the other health care services. M@search is needed to
determine the long-term effectiveness of the CD3iMifeRducing health care
utilization in the Netherlands.

Patients who refuse to participate in interventiomsstitutean important
problem in clinical trials but, in general, relatly little attention is paid to this
problem. In our study, the majority of the potehparticipants were invited to
participate personally, so we were able to gatfemsiderable amount of
information about their characteristics, as weltessons for refusal. @hapter
7 patients who agreed to participate (participaat®r having been invited to
participate in a self-management intervention veerapared to those who
refused (refusers), in order to determine whethelactual subjects are a biased
selection of the intended sample. Of the 361 petiamo were invited to
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participate, 267 (74%) refused participation, asthanany studies, this refusal
rate was highThe refusers in our study were more restricteth@ir tmobility,
lived further away from the study location, and &erore likely to have a
partner. No differences were found with regarceteel of education, age, and
gender. The main reasons for refusal were lackred,ttravel distance, and
transportation problems. Therefore, the high rdftega in this study seems to
be related to physical mobility, travel distanaed & social support. As a
consequence, the participants who were includediirself-management
intervention were a biased selection of the tapgeulation. To improve the
validity of future interventions, problems with eeg to mobility and travel
distance should be addressed.

Chapter 8describes the subjective experiences of the paatnts, which
were evaluated in several ways and at various mtanklbecame clear that, in
general, the participants were very enthusiasticithe program and the
patient book. The course was scored with an aveyb§é points (ranging from
1 to 10), and the participants attended, on avetageof the 6 course meetings.
Some critical remarks were made about the numbgesdions, the length of the
sessions, and the accessibility of the courseitotatiowever, the participants
particularly enjoyed the action-planning and thegoet book. They were very
enthusiastic about people with different chrongedises participating in the
same group. During the course it became cleaitthats important that the peer
leaders teaching the program had accepted theashks otherwise there is a
chance that a leader will take on the role of @aigpant while teaching the
course. It is recommended that certain criterif@maulated for the
appointment of leaders. The participants also nuseééul suggestions to
improve the course, such as providing copies ofdhevant chapters at the
session in which they are discussed.

Chapter9 presents a summary of the main findings, and thttedelogical,
theoretical and conceptual considerations. Thaslescludes with a summary
of the scientific and practical implications.
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