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Background: Patients’ involvement in medical decision-making is crucial to
provide good quality of care that is respectful of, and responsive to, patients’
preferences, needs and values. Whether people want to be involved in medical
decision-making is associated with individual patient characteristics, and health
status. However, the observation of differences in whether people want to be
involved does not in itself provide an explanation.
Insight is necessary into mechanisms that explain people’s involvement. This
study aims to examine one mechanism, namely social norms. We make a
distinction between subjective norms, that is doing what others think one ought
to do, and descriptive norms, doing what others do. We focus on self-reported
involvement in medical decision-making. Methods: A questionnaire was sent to
members of the Dutch Health Care Consumer Panel in May 2015 (response
46%; N= 974). A regression model was used to estimate the relationship
between socio-demographics, social norms and involvement in medical
decision-making. Results: In line with our hypotheses, we observed that the
more conservative social norms are, the less people are involved in medical
decision-making. The effects for both types of norms were comparable.
Conclusion: This study indicates that social norms play a role as a mechanism to
explain involvement in medical decision-making. Our study offers a first insight
into the possibility that the decision to be involved in medical decision-making
is not as individual as it at first seems; someone’s social context also plays a
role. Strategies aimed at emphasizing patient involvement have to address this
social context.

INTRODUCTION
One aspect of good quality of care is regarded as providing care that is respectful of,
and responsive to, an individual patient’s preferences, needs and values.1 This
implicitly requires that patients are involved in decisions about their health.2 In the
past decades, a shift has been observed from a paternalistic, or conservative,
decision-making approach, adhering to the status quo where physicians play a
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dominant role, towards new approaches to decision-making incorporating a larger
role for patients.3,4 One approach that promotes patient involvement, and respects
patient autonomy, is shared decision-making.5 As Elwyn et al. (2010: 971)5 say
‘shared decision-making is an approach where clinicians and patients make decisions
together using the best available evidence’.
A systematic review by Chewning et al. (2012)6 shows that most patients want to
participate in medical decision-making. The number of patients that want to be
involved in such decisionmaking, as well as those actually involved, has increased
over time.6,7 On the other hand, it is known that some categories of patients want to
leave the decision to their physician.8,9 Whether patients want to be involved in
medical decision-making is associated with individual patient characteristics, e.g.
socio-demographics, and health status.6,10–12 Women, younger people and higher
educated people want to be involved more often in the decision-making
process.10,12 Conflicting results, however, are observed about whether patients with
severe illness want to be involved in taking such decisions.12 However, the
observation of differences in whether categories of patients want to be involved in
medical decision-making does not in itself provide an explanation.
Insight is necessary into the mechanisms that explain why patients are actively
involved in medical decision-making.
One of the possible mechanisms that might explain why people are actively involved
in such decision-making is someone’s social context, as this influences individual
behaviour.13 Someone’s social context influences behaviour through the existence of
norms (p. 241).
Social norms specify what actions are regarded by a group of people as normal, and
what actions are regarded as deviant14 (p. 242). Two types of social norms that are
recognized in the literature are: (i) subjective norms, and (ii) descriptive norms.15
‘Subjective’ norms refer to the perception of what most people approve or
disapprove of, that is doing what others think one ought to do.15 It is concerned with
perceived social pressure, the person’s potential to gain approval or not from others
for engaging in a behaviour.16 ‘Descriptive’ norms refer to how others act in similar
situations that is doing what others do.15 The actions of others provide information
that people may use in deciding what to do themselves.16 We ask in this study:
‘How are social norms related to patient involvement in medical decision-making?’
The focus of this study is on self-reported involvement in such decision-making. We
hypothesize that the more a person thinks that, according to significant others, he or
she should leave the decision to the physician, the less a person is involved in
medical decision-making (‘subjective’ norm hypothesis). We also hypothesize that
the more a person thinks that significant others leave the decision to the physician,
the less a person is involved in medical decision-making (‘descriptive’ norm
hypothesis).
METHODS

Setting
Data were collected from the Dutch Health Care Consumer Panel, which aims to
measure opinions on, and knowledge of, health care as well as the expectations of,
and experiences with, health care among a cross-section of the Dutch population (see
for more detailed information17).
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[TABLE 1]

The Consumer Panel is a so-called access panel. An access panel consists of a large
number of people who have
agreed to answer questions on a regular basis. Many of the background
characteristics of the panel members are known such as their age, gender and level of
education. At the time of this study (May 2015), the Consumer Panel consisted of
about 12 000 people aged 18 years and older. Each individual panel member receives
a questionnaire about three times a year and can quit the panel at any time. At the
start of their membership, panel members can choose whether they want to receive
questionnaires by post or through the internet. There is no possibility of people
signing up for the panel on their own initiative. The Consumer Panel is renewed on a
regular basis. Data are processed anonymously and the protection of the data
collected is registered with the Dutch Data Protection Authority (nr. 1262949). A
privacy regulation is available for the Consumer Panel. According to Dutch
legislation, neither obtaining informed consent nor approval by a medical ethics
committee is obligatory for conducting research through the panel.18
Questionnaire
A questionnaire was sent to a sample of 2116 panel members in late May 2015. We
sampled all migrants (both western and non-western) included in our panel (N=
1058) and sampled the same number of non-migrants (N= 1058). The group of nonmigrants was matched to the group of migrants based on gender, age and educational
level.
According to their previously stated preference, 967 members received a
questionnaire by post and 1149 through the internet.
One postal reminder (after 2 weeks), and two electronic reminders (after 1 and after 2
weeks) were sent to panel members who had not yet responded. The closing date was
4 weeks after the initial sending. The questionnaire was returned by 974 (46%) panel
members.
MEASUREMENTS

Involvement in medical decision-making
We used two questions to measure involvement in medical decisionmaking (Table
1). These questions were based on two propositions developed by Flynn et al.
(2006).19 We evaluated whether the two questions measured a single concept by
calculating the internal consistency given by Cronbach’s alpha. Only respondents
who filled out both questions were included (included: N= 956, excluded: N= 18).
The internal consistency was reasonable (alpha 0.78, 95% CI: 0.75– 0.81). A mean
score over the two questions was calculated ranging from 1 to 4, in which higher
scores indicated that respondents reported being less involved in medical decisionmaking.
Subjective and descriptive norms
The subjective and descriptive norms were both measured by two sets of three
questions (Table 1). The questions were developed by the research team and based
on research about social norms.20,21 We recoded the answer option ‘not applicable,
I don’t have. . .’ to ‘missing’ for all questions, since it provided no information about
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social norms. Factor analysis showed two factors: one consisting of the six questions
on subjective norms (Cronbach’s alpha 0.95, 95% CI: 0.94–0.95), and a second
consisting of the six questions on descriptive norms (Cronbach’s alpha 0.91, 95% CI:
0.90–0.92). A mean score was calculated for the subjective norm [range 1
(completely disagree) to 5 (completely agree)] and the descriptive norm [range 1
(never) to 4 (always)]. We based both mean scores on the questions that were filled
out by a respondent. Only respondents with missing values on all six questions
measuring a norm were excluded (excluded subjective norm: N= 46; excluded
descriptive norm: N= 61). Higher scores indicated more ‘conservative’ social norms,
i.e. leaving the decision to the physician.
[TABLE 2]

Correlation between the two composite variables was 0.63. This can be explained by
the fact that both variables measure social norms, although in a different way.
Additionally, a likelihood ratio (LR)-test was conducted to examine whether a more
complex model (including both social norms) fits significantly better than a simple
model (including one social norm) for explaining involvement in medical decisionmaking. The LR-test confirmed that a more complex model fits better. Therefore,
both the subjective and the descriptive norm were included in our analyses.
Socio-demographics
The following socio-demographics were included: age (continuous), gender (0 =
man, 1 = woman), highest level of education completed (1 = low, 2 = middle and 3 =
high), ethnicity (1 = non-migrant, 2 = western migrant and 3 = non-western migrant)
and selfreported general health (1 = excellent/very good, 2 = good and 3 = fair/bad).
Statistical analyses
First, we performed descriptive statistics to describe the characteristics of the study
population. Secondly, we tested whether our data were consistent with empirical
studies showing that involvement in medical decision-making is associated with
socio-demographics. We conducted a multiple linear regression analysis (model-I) in
which we included involvement in medical decision-making as a dependent variable,
and the socio-demographics (gender, age, educational level, ethnicity and selfreported general health) as independent variables.
Thirdly, we examined whether social norms are an explanation for the association
between socio-demographics and involvement in medical decision-making. We
conducted two multiple linear regression analyses in which we included the
subjective norm and the descriptive norm, respectively, as dependent variables, and
the socio-demographics as independent variables. Finally, we tested the association
between social norms and involvement in medical decision-making and added the
subjective and descriptive norm as additional independent variables to model-I
(model-II). We controlled all models for whether a respondent filled out the
questionnaire through the internet (1), or by post (0). In the regression analyses,
categorical variables (educational level, ethnicity and self-reported general health)
were recoded into dummy variables. The level of statistical significance was fixed at
0.05. All statistical analyses were carried out using STATA, version 13.1.
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RESULTS

Approximately half (53%) of the respondents were women, and the mean age of the
respondents was 63 years (range 19–90 years; Table 2). About half (51%) had a
middle level of education. Table 1 shows that 55% of the respondents were nonmigrant, 36% western migrant and 9% non-western migrant. General health was
selfreported as excellent/very good in 28% of the cases. When compared with the
general Dutch population aged 18 years and older, mainly elderly (65 years and
older) and western migrants were overrepresented in the group of respondents.17
The reason for this is that these groups were also over-represented in the study
sample due to the fact that the questionnaire was also used for other studies focusing
on migrant groups.
The mean score for involvement in medical decision-making was 2.60 (SD 0.78) on
a scale from 1 (more involvement) to 4 (less involvement) (Table 2). Almost half
(49%) of the respondents had a score of 3 or higher. This means that on average
respondents were slightly more inclined not to be involved in the decision-making
process. The mean scores for the subjective and descriptive norm were 2.69 (SD
1.06, range 1–5, higher scores indicated more conservative norms) and 2.51 (SD
0.82, range 1–4, higher scores indicated more conservative norms), respectively
(Table 2). This means that, on average, the social norms of the respondents were
slightly more focused on leaving the decision to the physician.
Our data were consistent with empirical studies showing that involvement in medical
decision-making is associated with sociodemographic characteristics. Younger
people and women stated to be more involved in medical decision-making (model-I
Table 3).
Also, people with a high level of education stated to be more involved in medical
decision-making compared with people with a low level of education. No significant
association was observed for ethnicity and self-reported general health. The
explained variance of the model was low: 7%.
We found an association between socio-demographics and social norms (not shown
in Table 3). Women and people with a high level of education have less conservative
norms compared with men and people with low level of education. No significant
association was observed for age, ethnicity and self-reported general health.
In model-II, we added the subjective and descriptive norms as explanatory variables
in order to examine the association between social norms and involvement in
medical decision-making. Table 3 shows that both social norms were significantly
related to involvement in such decision-making. The more conservative subjective
and descriptive norms were, the fewer respondents reported being involved in
medical decision-making, confirming our hypotheses.
The effects of both norms were comparable (see standardized coefficients in Table
3). In model-II, age and gender were no longer significantly associated with
involvement in medical decisionmaking.
Just as in model-I, people with a high level of education were more involved in
medical decision-making, although the effect is smaller. The explained variance of
model-II was 48%.
DISCUSSION

This study explored the relationship between social norms and involvement in
medical decision-making. In line with our hypotheses, we found that social norms
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are associated with involvement in such decision-making. With regards to the
subjective norm, we found that the more a person thinks that according to significant
others
[TABLE 3]

he or she has to leave the decision to the physician, the less that person reports being
involved in medical decision-making. The same results were found for the
descriptive norm: the more people think that significant others leave the decision to
the physician, the less they report being involved in the decision-making process. An
explanation for this is that people behave according to the norms of their social
environment, as this will result in social approval. For instance, it can be common in
someone’s social environment to leave medical decisions to physicians, since there is
great deal of respect for them. If this is the situation, then people are expected to
leave the decision to physicians in order to obtain social approval.
Social norms might thus be a barrier against people participating in medical decisionmaking.
Consistent with previous empirical studies,6,10–12 we found that involvement in
medical decision-making is associated with individual patient characteristics.
However, when social norms are included as an explanatory mechanism, most
individual patient characteristics are no longer associated with involvement in such
decision-making. This means that social norms are related to individual patient
characteristics, as was confirmed in our analyses. Furthermore, we observed that
people with a high level of education stated to be more involved in medical
decisionmaking than people with a low level even when social norms are included as
an explanatory mechanism. However, here, the effect of educational level on
involvement is then much smaller. Based on this, we argue that social norms are less
decisive for people with a high level of education and they are less dependent on
others in their decision to be involved in medical decision-making compared with
people with a low level. Our study gives a first insight into the idea that the decision
to be involved in medical decision-making is not as individual as it first seems;
someone’s social context also plays a role.
Our results suggest that differences in patient involvement have also to be examined
at the level of the patient’s social context, and not just at the individual patient level.
Our model including social norms explains much, but not all, variation in whether
patients are actively involved in medical decision-making. This means that there are
other mechanisms besides social norms that too influence patient involvement. One
possible mechanism is the availability of social support in someone’s social network.
It would be interesting for further research to examine whether social support is
related to involvement in medical decisionmaking, as well as whether the
mechanisms of social support and social norms enhance each other, or are in conflict
with each other, e.g. a situation where conservative norms and receiving support both
exist.
Another possible mechanism might be someone’s health literacy. This is ‘the degree
to which individuals have the capacity to obtain, process and understand basic health
information and services needed to make appropriate health decisions’.22 In the
context of medical decisionmaking, it can be reasoned that those who are better able
to obtain information, and to understand and judge it, are better prepared and more
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able to take an active role in such decision-making. It would be interesting to include
health literacy in future research on patient involvement in medical decision-making.
The strengths of this study are the fact that the questionnaire was both sent by post
and through the internet and the large sample size, even though there was a relatively
low response rate. Our respondents were not representative of the general Dutch
population aged 18 years and older.17 When compared with this population, people
aged 65 and over and western migrants were especially overrepresented.
We expect that this does not affect our regression results, since all subgroups are of
sufficient size to perform association analyses.
Nevertheless, we performed sensitivity analyses in which we analysed model-II for
non-migrants and migrants, respectively.
The sensitivity analyses showed the same results. For both nonmigrants and
migrants, social norms are strongly related to their involvement in medical decisionmaking. Furthermore, it can be argued that health care panel members are more
interested in health care, and, for instance, are more involved in the
decision-making process. This might have affected our results. In addition, a
limitation might be that we examined self-reported involvement in medical decisionmaking, instead of actual observed behaviour. It remains unclear from this study
whether people participate in the decision-making process in real life. Another
limitation is the correlation between the measurements we used for the dependent
and independent variables. The questions of the different concepts resembled each
other, and therefore it is debatable whether the questions were sufficiently distinctive
for the respondents.
Moreover, there might be the possibility of same-source bias, since we measured
involvement in medical decision-making and social norms in the same questionnaire.
Thus, the way we measured our questions might have had an impact on our results.
Further research is recommended to examine what happens when social norms are
measured in a different way. One possible option is measuring the actual norms of
network members, instead of measuring the network norms as perceived by the
actor.23 For future research, it would be interesting to ask network members
themselves about their norms. Nevertheless, to our knowledge, no standardized
measurements are available to measure social norms in the context of our study. We,
therefore, believe that we provide a good starting point for developing such
measures. Lastly, our data were obtained using a cross-sectional study design, and
therefore, do not give insight into the question of causality. From the literature, it is
known that people choose network members who are similar to them (selection). On
the other hand, network members influence the way people think about various
aspects (contagion).24 In our context, this might imply that people choose network
members who think the same about patient involvement, and that the way they think
about this is influenced by their network members. Further research would have to
make use of longitudinal data to gain insight into the question of causality.
CONCLUSION

This study indicates that social norms do play a role as a mechanism in explaining
involvement in medical decisionmaking.
We found that the more conservative social norms are, the less likely it is that people
are involved in such decisionmaking.
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Our study offers a first insight into the idea that the decision to be involved in
medical decision-making is not as individual as it first seems; someone’s social
context also plays a role. Strategies aimed at emphasising patient involvement have
to address this social context.
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KEY POINTS _ This study explored the relationship between social norms and
involvement in medical decision-making.
_ The more conservative social norms are, the less likely it is that people are
involved in medical decision-making.
The decision to be involved in medical decision-making is not as individual as it first
seems; someone’s social context also plays a role.
_ Strategies aimed at emphasising patient involvement have to address this social
context.
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