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ABSTRACT
Objective: (1) To describe the importance chronically ill and disabled patients attach to
involvement in decision-making when various care types are considered, and (2) to analyse the
degree to which these patients are involved in shared decision-making (SDM) regarding these
care types, and whether their involvement reflects the importance they attach to SDM.
Methods: The study sample consisted of 812 chronically ill and disabled patients who
experienced a situation of decision-making during the last year. Data were collected by a selfreport survey in 2006 and were analysed by multilevel linear regression analyses.
Results: Participants attached most importance to SDM when occupational healthcare issues
were at stake, but perceived their actual involvement in these decisions as relatively low.
Patients dealing with decision-making regarding medical care or home care experienced higher
levels of involvement. The importance attached to SDM corresponds moderately with the
actual role patients experience in the decision-making process.
Conclusion: The type of care to decide upon impacts on the importance patients attach to
SDM as well as on their actual involvement in decision-making.
Practice implications: We suggest healthcare practitioners to pay attention to the preferred
level of patient involvement each time a new care issue has to be decided upon.

1. INTRODUCTION
1.1. BACKGROUND
In the past decades a paradigm shift has taken place in western societies with respect to the relationship
between care providers and patients or clients. There has been a move from an authoritarian to a more
egalitarian (or democratic) relationship [1] and [2], which may have influenced the extent to which patients
are being involved in decisions regarding their care. Patients are now considered to have the right to know
and the right to decide [3].
Shared decision-making (SDM) is an important element in various models of patient centeredness [3], [4],
[5], [6] and [7]. A systematic review of the conceptualization of SDM by Makoul and Clayman revealed
that there is no standardised definition of the term [4]. To address this, these authors propose an integrative
model distinguishing essential and ideal elements (and general qualities) of SDM. Essential elements must
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be present for patients and providers to engage in the process of SDM, whereas ideal elements are not
considered necessary, though they may enhance SDM. It is important to note that patient values or
preferences are considered an essential element of SDM, in addition to other elements such as presenting
the (treatment) options and discussing pros and cons. Patients and providers may have different
perspectives of the benefits, risks, and costs of options. These differences can become evident through
exploration of the patient's values and preferences as well as the care provider's knowledge and
recommendations in the context of the decision in question. In line with this, we define SDM as patient
involvement in decision-making about care issues, taking the patient's preferences into account. Or, as
Edwards and Elwyn state ‘involving patients in decision-making to the extent that they desire’ [8].
Several studies in general practice show that the higher importance patients attach to SDM the more often
they are involved in SDM. However, although most patients consider SDM important, it is not always
realized in accordance with their preferences [2], [9], [10] and [11]. Studies in general medical care settings
have shown that SDM increases patients’ satisfaction, treatment adherence and understanding, and
confidence in the decisions, all of which may contribute to patients’ health and well-being [3], [6], [9], [10],
[11], [12], [13], [14], [15] and [16]. SDM may be even more important when health problems or disabilities
are lasting. People with chronic conditions are often well informed about their health problems and will
usually be able and willing to choose between treatment options [17], [18], [19], [20], [21] and [22]. A
preference for SDM may also be present when non-medical care issues have to be dealt with. Studying
SDM in relation to other types of care (e.g. home care, occupational healthcare, lifestyle issues) is
especially important for people with chronic conditions, because of their needs regarding both medical and
non-medical types of care in relation to their quality of life.
During the last three decades, many studies have shown that characteristics of patients (and healthcare
providers) affect both preferences and actual experiences regarding decision-making. For instance, male
and low educated patients have been found to be more likely to leave the decision to the doctor [2], [3] and
[20], whereas younger patients more often wish to be involved [23] and [24]. Patients’ education level and
gender have so far proven to be unrelated to the level of actual involvement in decision-making [2], [9],
[20] and [25]. With regard to patients’ preferences, Ende et al. [24] found that demographic characteristics
and the health status of the patient accounted for only 19% of the variance in the desire to participate in
treatment decisions. This suggests that other factors, besides patient characteristics, need to be considered
to better understand patients’ preferred roles in decision-making. Regarding patients’ experiences, some
studies have shown that (general practice) patients who attach more importance to SDM are more often
involved in the decision-making process [2] and [10].
Conceptual models of SDM and related concepts [4] and [26] distinguish the following factors that may
impact on the decision-making process: patient and provider characteristics (i.e. socio-demographics and
the preferred role of both actors in decision-making) and their (different) perceptions on the treatment they
have to decide upon (for instance, perceived risks and benefits, uncertainty of outcome). Considering these
perceptions as ‘state’ rather than ‘trait’ characteristics of patients and care providers, we speculate that the
type of care issue to decide upon might also impact on patients’ preferences and experiences regarding
SDM.
In this study, we wished to explain differences in preferences and experiences regarding SDM beyond the
level of the individual characteristics of patients and care providers. We focused on the impact of the type
of care issue at stake: does it make a difference for patients’ preferences and experiences regarding
decision-making, whether the decision to be made concerns a type of medical care or another type of care?
1.2. Expectations
We expected both preferences and experiences to depend on the type of care issue at stake. We assumed
that the more patients judge their own expertise about a care issue to be as important as the expertise of
their care provider, the more they prefer involvement in decision-making and may actually play a
significant role in this process. Since patients may perceive their expertise about lifestyle issues to be
greater than their medical knowledge, we expected them to attach more value to SDM regarding lifestyle
issues than medical issues. Concerning occupational healthcare or home care decisions, we expected more
egalitarian roles of patients and care providers in the decision-making process.
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1.3. Research questions
1. Is the type of care upon which decisions have to be made related to (a) the importance patients with
long-term conditions attach to SDM, and (b) their actual involvement in the decision-making process?
2. To what extent is there a relationship between the importance these patients attach to participation in
decision-making regarding various care issues and their actual (experienced) involvement in the decisionmaking process?
2. METHOD
2.1. SAMPLE
The sample consisted of panel members of the National Panel of people with Chronic illness or Disability
(NPCD), a nationwide prospective panel-study in the Netherlands [27]. NPCD provides information about
the consequences of chronic illness and disability from patients’ perspectives. It supplies core data on
perceived health, use of health services and social participation of people with chronic conditions. Each
year, patients aged 15 years and older are selected in general practices (random samples) on the basis of a
diagnosis of a somatic chronic disease. Additional panel members are selected from national population
surveys by a self-report screener on physical disability. Panel members fill in postal questionnaires twice a
year and are considered a representative sample of the Dutch population of adult, non-institutionalized
(physically) chronically ill and/or disabled persons.
In October 2006, 2423 panel members answered questions relevant to the present study (response 84%).
Of this group, 812 (34%) reported that a decision had been made during the last year about one or more
types of care: medical care (N = 577), home care (N = 189), occupational healthcare (N = 61), or lifestyle
(N = 312).
2.2. Measures
2.2.1. Decision-making
For each of the four care types that were applicable to the respondents, the following questions were
asked:
1. What was the most recent decision-making situation you have experienced? (see
Box 1 for pre-structured response options).
Box 1. Categorization of care issues according to type and caregivers involved
[BOX 1]
2. Which caregiver was (most) involved in this decision-making process? (see
Box 1 for pre-structured response options).
3. Was this caregiver a man or a woman?
4. How important was it for you to be involved in the decision-making process?
5. To what extent were you involved in the decision?
The importance respondents attached to being involved in the decision-making process was assessed by
answering one question (1 = not important, 2 = rather important, 3 = important, 4 = of the utmost
importance). The structure of the question was derived from the Quote-Comm [2], [9] and [10], which
surveys preferences regarding matters that include SDM.
Involvement in decision-making was also assessed by one question. In accordance with Makoul and
Clayman [4], we formulated five response options: 1 = caregiver decided without consulting the patient,
2 = caregiver decided after consulting the patient, 3 = patient and caregiver decided together, 4 = patient
decided after consulting the caregiver, and 5 = patient decided without consulting the caregiver.
2.2.2. Socio-demographic characteristics
Included were the patient's gender, age and education level (1 = no/only primary school to 7 = university)
as well as the caregiver's gender.
2.2.3. Severity of the health condition
GPs provided information about (1) the extent to which the condition was considered life threatening; (2)
the progressiveness of the long-term condition (both rated as 1 = to a lesser extent to 3 = to a large extent);
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and (3) the number of chronic diseases diagnosed (dichotomized here: one versus two or more). The
severity of disability (4) was assessed by a self-report indicator of long-term physical disability [28]
(1 = no/mild, 2 = moderate, 3 = severe). Self-rated health (5) was assessed by one item on the SF-36 [29]
and [30]: in general, would you say your health is: 1 = excellent, 2 = very good, 3 = good, 4 = fair or
5 = poor.
2.3. Data analysis
Multilevel regression analyses were conducted to adjust for clustering of the four types of care within
patients and for clustering of patients within general practices [31]. The first level of analysis was the type
of care; the second was that of the patients; the third was the level of general practices (random part).
Dependent variables were (1) the importance attached to SDM and (2) the experienced involvement in the
decision-making process. The type of care issues, patient characteristics and care providers’ gender were
included in the fixed part of the model.
Three different multilevel regression analyses were performed. First, we investigated whether the
importance attached to SDM depended on the type of care issues involved, besides patient characteristics
(see Section 3.3). Next, we examined whether the experienced involvement in decision-making depended
on the type of care issue involved, in addition to patient characteristics and caregiver's gender (see Section
3.4). Third, the correlation between the importance attached to SDM and the involvement in the decisionmaking process was assessed (see Section 3.5). In this last analysis we also explored differences in the
effects of the various types of care and patient characteristics on the importance attached to SDM and the
involvement in decision-making, by means of chi-square tests. To allow comparison of the effects, the
scores of the importance and involvement variables were transformed into Z-scores. For all analyses, a
significance level of P < .05 (two-sided) was applied.
3. RESULTS
3.1. PATIENT CHARACTERISTICS
Respondents who experienced a decision-making situation regarding a medical care issue had a mean age
of 60 years; 68% were female (see Table 1). Half of them suffered from multi-morbidity and two thirds
experienced moderate to severe disability. Respondents who experienced a decision-making situation
regarding home care were older and mostly female. The majority suffered from multi-morbidity and/or
moderate to severe disability; their self-rated health was rather poor. Respondents who experienced
decision-making regarding occupational healthcare issues were younger and higher educated. Most of them
did not suffer from multi-morbidity and rated their health as relatively good. The group reporting decisions
on lifestyle issues comprised a relatively large number of men. Other characteristics in this group were
similar to the respondents who experienced decision-making about medical care issues.
[TABLE 1]
The four groups of respondents were not mutually exclusive, i.e. panel members could have experienced
decision-making situations during the last year regarding more than one type of care.
3.2. Types of care issues and care providers involved
Medical treatments such as surgery or vaccination (42%) and medication (32%) were the most frequently
cited types of medical care about which decisions had been made; diagnostics (13%) and referrals (10%)
less often. Medical specialists (53%) and GPs (33%) were most often involved in these situations.
Decisions made about home care mostly concerned domestic care (58%), and less often nursing or
personal care (both 20%). Two thirds of the care providers involved were home helps (66%) and one third
registered nurses.
The decisions made about occupational healthcare mostly concerned restarting work (41%), changing to
another type of work or reducing workload (20%), and other/more flexible working hours (12%). Most care
providers involved were occupational physicians (81%).
Decisions about lifestyle concerned diet and food (54%) or physical exercise (29%), and to a lesser extent
smoking (6%) or alcohol use (2%). GPs (34%), medical specialists (25%), allied healthcare professionals
other than dieticians (15%) and dieticians (9%) were most often involved.
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3.3. Importance attached to SDM
The importance attached by the respondents to participate in decision-making regarding medical care and
home care issues was about equal (Table 2, fixed part). When occupational healthcare issues were at stake,
SDM was found to be more important than when medical issues were concerned. SDM was considered less
important with regard to lifestyle issues. The older the patients, the more importance they attached to SDM.
[TABLE 2]
The variance in the importance attached to SDM was highest when occupational healthcare issues were at
stake, and lowest in the case of lifestyle issues (Table 2, random part). This means that the differences
between individual patients in the importance they attach to SDM are greatest when the decision involves
occupational healthcare issues such as restarting work or altering the type of work or workload. A small,
not significant part of the variance at the patient level remains unexplained (after controlling for type of
care and patient characteristics already included in the model). At general practice level, no variance was
shown, implying that the general practice from which the respondents were recruited did not make any
difference with regard to the importance attached to SDM.
3.4. Involvement in decision-making
Regarding their actual involvement, respondents felt less involved in decision-making about occupational
healthcare and lifestyle issues than about medical care issues (Table 2, fixed part). No differences existed in
the (experienced) involvement about medical care and home care issues. Male and older respondents
reported greater involvement.
The variance in the involvement in decision-making was highest for medical care issues and lowest for
occupational healthcare issues (Table 2, random part). Thus, the differences between the experiences of
individual patients with SDM are largest in medical care issues. Some variance between individual patients
remains unexplained (after controlling for type of care, care provider's gender and patient characteristics
already included in the model). No dispersion was found at the general practice level.
3.5. Relationship between importance attached to SDM and involvement in decision-making
There is a significant relationship between the importance patients attach to SDM and their involvement in
decision-making. Pearson's correlation coefficient was .41 (model without controlling variables) and .45
(model with controlling variables; Table 2, random part). This indicates that the relationship between
preferred and experienced involvement is relatively independent of the socio-demographic and health
characteristics of the patients.
The effects of the care issue at stake and controlling variables on the importance attached to SDM and the
actual involvement in decision-making were compared by means of chi-square tests (Table 2, fixed part).
With respect to occupational healthcare, the results show a discrepancy: patients attach considerable
importance to being involved in decision-making, but experience less involvement. Furthermore, gender is
hardly related to the importance patients attach to SDM, whereas with respect to the actual involvement
female patients experience their role in decision-making to be smaller than males. Lastly, patients who rate
their health as worse attach more importance to SDM, but feel less involved in decision-making processes.
4. DISCUSSION AND CONCLUSION
4.1. DISCUSSION
This is the first study focusing on SDM in both medical and non-medical care settings. During the last
decades, SDM has been studied almost entirely within medical care (primary care and hospital care).
Studying SDM within the medical encounter has resulted in a substantial amount of knowledge on the
impact of individual (patient and provider) characteristics on patients’ preferred roles in decision-making
and their actual involvement in decision-making processes. Notwithstanding its merits, the narrow focus on
SDM in the medical context might be disadvantageous for people suffering from long-term conditions.
These people often use other types of care besides medical care, that ask for making sometimes difficult
and far-reaching decisions as well. Assuming that patients hold the same preferences for decision-making
regardless of the type of care issue, might affect the quality of care, and by this also patients’ outcomes
such as their quality of life.
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Chronically ill and disabled patients attach more importance to shared decision-making regarding
occupational healthcare than medical care issues. Given the importance of their own experience of the work
situation, this is not surprising. More surprising for us was that patients do not attach much importance to
SDM about lifestyle issues. This may be related to the perceived consequences of the decision: patients
may not feel a strong need to act in accordance with the lifestyle decision made, but still prefer to determine
themselves what to do or not. However, given the increasing awareness of the crucial role of selfmanagement for beneficial outcomes of chronic care [32], it is essential to actively involve patients with
long-term conditions in decision-making about their lifestyle.
Congruent to Makoul and Clayman [4], our study shows that patient preferences are an essential element
of the SDM concept. We found a significant, but moderate correlation between patients’ preferences
regarding decision-making and their actual involvement in the decision-making process. In medical care
and home care, patients usually feel that their involvement in decision-making is in accordance with their
preferences, which is in line with findings of other studies [2], [9] and [10]. Regarding occupational
healthcare issues, a discrepancy exists: patients attach considerable importance to being involved in
decision-making, but do not experience much involvement. Occupational physicians might have difficulty
allowing clients to have more influence on decisions because of possibly conflicting goals: caring for their
clients who are on sick-leave on the one hand, and working towards a prompt return to work because of
their obligations to their employers on the other [33]. Notwithstanding this, involving patients in the
decision-making process may be advantageous for both goals, because patients themselves can best
evaluate which interventions will fit in with their needs. This will increase the likelihood and motivation of
patients to return to work.
The finding that older patients attach equal or even more importance to SDM than younger patients is in
line with an earlier study on general practice patients [2]. However, contrary to other findings [2], [9], [20]
and [25], our results show that older patients also experience more involvement in decision-making than
younger ones. This may be explained by younger patients making higher demands with regard to SDM,
which may lead to a perception of lower involvement. Another possible explanation is that older patients
with long-term conditions may feel more at ease in contacts with their care providers, due to the generally
long-lasting nature of the relationship and the expertise they have obtained throughout the years. This may
be different for (acute) patients of general practices.
4.1.1. Limitations of the study
Besides its strengths (attention to issues other than medical care, focus on context in addition to individual
characteristics), this study also has some weaknesses. First, it was not possible to use a validated self-report
instrument to assess the importance attached to SDM for the purpose of our study. We therefore formulated
a question based on the importance attached to several aspects of communication as assessed by the QuoteComm [2], [9] and [10]. Our question was simple and, as reflected by the low number of missing values,
seems to have been well understood by the patients. Nevertheless, it would be worthwhile developing a
theory-based, multi-item questionnaire assessing both preferences and experiences regarding SDM. The
Makoul and Clayman model [4] could serve as a theoretical basis for such an instrument.
Another limitation concerns the number of patients who responded to our questions about SDM. A
substantial number answered the questions on SDM regarding medical care and lifestyle issues, but far
fewer answered these questions regarding home care and occupational healthcare issues. This is because
many respondents did not receive home care or occupational healthcare, and of those who did, not all
experienced a decision-making situation during the last year. It would be interesting to study SDM in larger
samples of people receiving home care or occupational healthcare.
4.1.2. Theoretical considerations
Theoretical models of SDM and related concepts identify factors that contribute to the explanation of
differences in decision-making processes and outcomes in medical care. Explanatory factors that are
usually distinguished are individual characteristics of patients and medical care providers (i.e. sociodemographics, preferences and competencies) and their (different) perceptions of the treatment options (for
instance, perceived risks and benefits, uncertainty of outcome). Several studies have addressed the question
whether patients really want to be involved in decision-making processes [23], [24] and [34]. The empirical
evidence found has been mixed and conceptual ambiguity has been mentioned as a cause of these
inconsistent results [35]. Although we believe that this explanation is valid, we would like to suggest an
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additional explanation based on our current research. It seems to us that whether a patient wants to be
involved in decision-making has been treated in most other research as some kind of trait characteristic of
patients or at least determined by rather stable patient characteristics such as education, locus of control or
self-efficacy. Few authors have suggested that patients’ preferences and experiences may develop over time
as people are more exposed or familiar with involvement in decision-making [36] or vary from one
situation or context to another for an individual patient [35]. Our study provides evidence for the latter. We
believe that future research on patients’ preferences and experiences regarding SDM should pay more
attention to individual changes over time and variation across different care situations.
4.2. Conclusion
The general conclusion is that the type of care to decide upon impacts on the importance patients attach to
SDM as well as on their actual involvement in decision-making. Moreover, the value of the current study is
that it shows how the context (here: the type of care to be decided upon) impacts on patients’ preferences
and experiences regarding SDM, in addition to individual patient and provider characteristics.
4.3. Practice implications
In view of the recent developments in chronic care, where patient's self-management and responsibility
have acquired considerable importance, it is necessary that care providers pay close attention to their
patients’ preferences (and competencies) with regard to their role in decision-making. Care providers need
to be aware of the fact that patients’ preferences regarding SDM may differ according to the type of care
issue at stake. We therefore suggest that care providers assess their patients’ preferred level of involvement
each time a new decision has to be made. A screening tool that can easily be used by clinicians might help
to clarify patients’ needs and preferences regarding decision-making, but awareness may be more essential
than technical aids. Continuing attention to the preferred patient role may help to reduce the gap between
patients’ preferences and experiences.
Furthermore, our study suggests that especially occupational healthcare providers should put more effort
into involving their clients in decision-making. It is important that all care providers, including occupational
healthcare professionals, try to involve patients in decision-making to the extent they desire. This may be
difficult and may need training and experience to develop the necessary skills. Unfortunately, very little is
known about the barriers and facilitators to implement SDM as perceived by other healthcare providers
(than medical practitioners) [37]. For this reason, Gravel and colleagues suggest that future research on the
implementation of SDM in clinical practice should target a more diverse group of healthcare professionals.
Whatever the perceived limitations may be, a positive attitude towards SDM of healthcare providers is
essential as well as optimistic, but realistic expectations regarding patient involvement in decision-making.
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