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Background Recent changes in the structure and policy context of
Dutch health care have placed the issue of citizen participation
high on the agenda of the Dutch Healthcare Inspectorate (IGZ),
which conducts quality and safety reviews in medical practices and
health-care institutions. With a few exceptions, the potential role
that citizens can play in the regulation of health-care institutions is
overlooked in research on patient/citizen participation in health
care.

Objective This research addressed the following question: What
are the (political) expectations for increasing citizen participation
in health-care regulation and how do these compare to regulators’
expectations and experiences in practice?

Design Because of the largely explorative nature of this study, we
used qualitative methods (document and web analysis, focus
groups and interviews) to answer this question.

Results Our study shows that inspectors already have experience
with participatory formats that lead to important information.
There are three areas where the IGZ is currently increasing citizen
participation: (i) providing individuals with information about
inspectorate processes and activities, (ii) including patients as
sources of information, and (iii) formally reviewing how citizen
participation is ensured by health-care institutions. In situations
where the patient has the clearest overview of the whole care tra-
jectory, intensive methods of participation deliver valuable infor-
mation.

Conclusions It is important to target participation activities and to
capitalize on existing opportunities and activities, rather than cre-
ating participation activities for the sake of participation. In this
regard, further research on the effectiveness and efficacy of differ-
ent participatory strategies is necessary.
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Introduction

Western European attention for increasing and
improving citizen participation in the health-
care sector has steadily increased over the last
thirty years. Citizen participation in health care
is generally understood as both individual and
collective patient participation. At the individ-
ual level, participation is focused on shared
decision making during a medical encounter or
on facilitating patient choice of providers,
insurers, services, etc. At the collective level,
patients are asked to contribute in decision-
making processes at national and local levels,
including developing guidelines or policies, set-
ting research agendas and improving the
quality of care.

In the Netherlands, there are many opportu-
nities for patients to participate,! with formal-
ized structures for participation, for example,
the institutional client’s council, being required
by law. Such laws reflect a common policy
assumption that formal participatory structures
enable more democratic decision making, pro-
vide institutional legitimacy and create a
health-care system that better meets the needs
of the individual patient.> Patient experiences
are framed as important supplemental knowl-
edge to that of managers and professionals.
Increasingly, this information is actively sought
by various institutions and organizations that
have a stake in health care.!>*

As is further outlined below, recent changes
in both the structure of Dutch health care and
the policy climate of the Netherlands have
explicitly placed the issue of citizen participa-
tion on the agenda of the Dutch Healthcare
Inspectorate (IGZ) — an agency within the
Ministry of Health, Welfare and Sports.” The
IGZ guards the quality and safety of care and
enforces 25 laws. IGZ uses three methods of
regulation®: theme-based regulation, regulation

*The term used to refer to work of national inspectorates
(regulatory agencies) varies per country. With one excep-
tion in the translation of an agency name, we follow the
English Care Quality Commission (CQC) in this study,
referring to this work as ‘regulation” or ‘regulatory prac-
tice’.

in response to reported incidents and risk-
based regulation using indicators. Regulation
covers a broad spectrum, ranging from profes-
sionals and health-care institutions to pharma-
ceuticals, blood transfusion services and
medical devices.®’

With a few exceptions, the potential role
that citizens can play in the formal inspection
reviews of health-care institutions that are con-
ducted by inspectorates/state survey agencies is
overlooked in research on participation in rela-
tion to health care. This article, based on a
study of citizen participation in inspectorate
review processes in the Netherlands, contrib-
utes to filling this gap. Knowledge about this
subject is important given the international
trend towards including citizen input in inspec-
torate reviews !> and the role of citizen input
in high-profile cases such as the recent Mid
Staffordshire enquiry.'*'* As discussed below,
expectations for such participatory practices
are high.

In this article, we discuss the proposed use
of citizen participation for the purposes men-
tioned above. We address the following
research question: What are the (political)
expectations for increasing citizen participation
in health-care regulation and how do these
compare to regulators’ expectations and experi-
ences in practice? After explaining the methods
used in this project, we give some background
information on recent changes in the Dutch
policy landscape, especially in relation to the
IGZ. We then outline the (contested) goals of
citizen participation and give an overview of
three areas where 1GZ is increasing participa-
tion. In the discussion, we identify the lessons
learned in this study and argue the importance
of targeting participation activities and capital-
izing on existing opportunities and activities,
rather than creating participation activities for
the sake of participation.

8-11

Methods

Because of the largely explorative nature of
this study, we used qualitative methods: docu-
ment and web analysis, focus groups and

© 2013 John Wiley & Sons Ltd Health Expectations



interviews. To get an overview of the political
context of the aforementioned changes, we
conducted a document and website analysis.
We began with internal documents from the
IGZ, including policy documents, plans to be
implemented and notes from meetings where
experiences with citizen participation had been
discussed. We reviewed reports from the Dutch
Ministry for Health, Welfare and Sport (Min-
VWS) and relevant items from the record of
the second chamber of Dutch Parliament. Both
sets of documents spanned a timeframe from
2009 to 2011. We reviewed the websites of
Dutch Inspectorates from other policy sectors
(Education, Finance, Food/Consumer products
and Youth Affairs) as preparation for inter-
views (see below) and to get a feel for how they
represented themselves in relation to their
respective citizen publics. We accepted any
documents provided during the interviews that
provided insight into experiences with citizen
participation in other sectors.

To understand opinions of and experiences
with citizen participation within the 1GZ, we
held four focus groups in October and Novem-
ber 2011, each with approximately eight partic-
ipants, all of whom were employees of the
IGZ. Participants could volunteer to partici-
pate, but were divided into groups according
to their function or assigned inspectorate pro-
gramme.” This ensured that we had the best
possible representation of both the pro-
grammes and divisions, such as the newly cre-
ated Central Information Office (for reporting
of incidents) and the Department of Research
and Innovation, in each group. During the
focus groups, we discussed the following: defi-
nition of (citizen) participation, desirability of
increased citizen participation in regulatory
reviews, examples and experiences from current
practice and necessary preconditions for
actively stimulating more citizen participation
in this sector.

"The Dutch Healthcare Inspectorate structures its work in
ten programmes: Public Health, Disease Prevention, Pri-
mary Care, Specialist Somatic Care, Disabled Care,
Elderly/Geriatric Care, Home-based Care, Pharmaceuticals,
Mental Health and Medical Technology.
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Concurrent with the aforementioned activi-
ties, we conducted semi-structured interviews
(n = 19). Face-to-face interviews were held with
IGZ employees, inspectors from the policy sec-
tors mentioned and organizations such as the
Dutch Patient and Consumer Federation
(NPCF), which represents the interests of
patients at various policy levels. The purpose
of these interviews was to get an impression of
the different opinions on increased citizen par-
ticipation and ideas on how to concretize this
goal in practice, to learn about current and
past experiences and to outline the perceived
advantages and disadvantages of these
approaches. Because the purpose of our study
was to gain a better understanding about the
ideas and experiences of the Dutch Healthcare
Inspectorate itself, we did not include individ-
ual citizens in our response group.*

All face-to-face interviews and the focus
groups were recorded and transcribed verba-
tim. All documents and transcripts were
reviewed independently by each researcher. A
combination of concepts from the literature
and concepts emerging from the data (deduc-
tive and inductive coding, respectively) was
used to select and categorize analytical themes.
For this article, all quotes were translated from
Dutch to English by the first author, a native
speaker of English with certification of Dutch
as a second language. The translations were
verified and checked for proper capture of
nuance, diction, etc. by the second author, a
native Dutch speaker.

Results

In this section, we first focus on the back-
ground and the expectations of participation of
actors in the regulatory context. We then dis-
cuss inspectors’ experiences with participation
and their opinions of incorporating citizen
participation in daily practice.

¥The Dutch organization NIVEL has since conducted a
study about the public image of the IGZ that also included
a survey of individual citizen opinions.'>
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Dutch policy context: the crucial role of citizens
in assessing health-care quality

Since the 1980s, Dutch health care has been
incrementally reformed into a system with a
focus on demand drive care.'® This reform pro-
cess culminated in the 2006 introduction of the
National Health Insurance Act, which shifted
the health-care system from a ‘social versus pri-
vate insurance’ model to a regulated market-
based model.!” This change emphasized the
underlying philosophy that health care should
be attuned to individual patient preferences
and that patients should be given an active role
in their own care process.' The opportunity for
patients to be more active has become an
important aspect of what is defined as good
quality health care. Such broad-sweeping sys-
temic reform inevitably influences the work of
the Inspectorate, whose job it is to review the
quality of health care: in addition to their exist-
ing tasks, regulators must now also check how
health-care providers enable patient participa-
tion and facilitate the provision of demand-
driven care.

The introduction of regulated competition
increased policy emphasis on transparency.
Ever prevalent calls for transparency depart
from the assumption that publicly disclosing
information about performance will signal
points for improvement and lead to concrete
change, for example through mechanisms such
as performance indicators and patient choice.'®
To publicize performance indicators and give
patients access to other information that facili-
tates choice, various parties have developed
web-based information platforms. Increasingly,
patients are also expected to contribute infor-
mation to these sites, for example by publish-
ing their experiences with an institution,
professional or medication.*'? Citizens are
therefore not only users of quality information;
they become sources of quality information, as
well. This brings us to a second way that the
focus on an active role of citizens in the
health-care system can affect the work of the
Inspectorate: it is expected to make more active
use of citizens as sources of information

because they potentially provide relevant sig-
nals about the quality of care.

Although health-care system reforms have
clearly put citizen participation on the agenda
of the inspectorate in several ways, the push
for citizen participation has also arisen from
political pressure placed on the IGZ after ques-
tions were raised in government and the media
about the legitimacy of its work. The need for
the IGZ to be more accountable for its actions
received national attention in a 2009 report
from the National Ombudsman® that poi-
gnantly named the inspectorate a ‘paper tiger’.
The Ombudsman report emphasizes that the
citizen-as-patient is always dependent in the
health-care setting. For this reason, govern-
ment institutions must protect citizens, defend
their rights and ensure that they are taken seri-
ously. The IGZ is a crucial player in defending
these rights, yet the Ombudsman report asserts
that it has, until now, insufficiently fulfilled this
task and failed to strengthen the position of
patients. Most notably, the report criticizes the
failure of the IGZ to take citizen complaints
seriously as signals of deeper problems and to
communicate with citizens -effectively about
these complaints. The Ombudsman asserts that
the IGZ does not value citizens as a source of
information, despite the fact that patients and
their families have the best view of daily care
practice.?*!

This critique also became an issue of debate
in the second chamber of Parliament.?” Similar
to the National Ombudsman report, Parlia-
mentary debates questioned whether the 1GZ
was an organization that could be taken
seriously enough to affect the quality of care.
They made similar assumptions about the

$The Office of the National Ombudsman is guaranteed by
the Dutch Constitution and regulated under the 1981
National Ombudsman Act and 1992 Dutch General
Administrative Law. The National Ombudsman is an inde-
pendent, neutral institution that helps Dutch citizens
who experience problems with government organizations
(http://www.nationaleombudsman.nl/english). The National
Ombudsman responds to complaints and has the authority
to launch its own investigations. Given the authority of the
National Ombudsman, reports issued by this office carry
great national political weight.
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importance of information that patients can
provide and how this should be used by the
IGZ. These debates resulted in the motion for
and approval of the creation of a Central
Information Office for reporting incidents,*
which increased political pressure on the 1GZ
to make more active use of individual citizen
reports and complaints in regulatory practice.
This policy decision complicated practical mat-
ters in that it muddied the waters of responsi-
bility for handling individual (patient)
complaints. Legally, a given health-care institu-
tion is responsible for handling individual com-
plaints about the quality of care in that
institution and every institution has an internal
body to which patients can turn when neces-
sary. Responding to such complaints is not,
however, one of the formal legal responsibili-
ties of the 1GZ. However, as is further dis-
cussed below, the politically driven creation of
a Central Information Office at the IGZ for
patients to report incidents also created expec-
tations in the general public about how the
IGZ would handle these complaints that did
not always align with the practice of the IGZ.
This context description makes evident that
citizens are expected to play a crucial role in the
assessment of quality of care in the Dutch
health-care system. Involving citizens is consid-
ered important for the following reasons: ensur-
ing quality of care, improving regulation
practice and creating accountability. Moreover,
this means that citizen participation in relation
to regulatory practice is multifaceted. Assessing
patient participation within health-care institu-
tions as a quality measure, including citizens as
information sources during regulatory review,
protecting citizens’ rights and accounting for
regulatory activities all figure into the debate. In
the subsequent sections, we examine how this
translates into practice, in terms of expectations
for and experiences with citizen participation.

Goals of participation according to the
inspectorate

As a result of the changes in the health-care
system and related political pressure, the IGZ
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has begun addressing the subject of citizen par-
ticipation, for example, by establishing a Cen-
tral Information Office and including citizen
participation as a pillar in its 2012-2015 long-
term plan.?* It also conducted an internal study
of possible avenues for concretizing citizen par-
ticipation in practice.”> Employees of the IGZ
must deal with this external and internal pres-
sure and are expected to find new ways to
relate to citizens.

When asked about expectations for increas-
ing public participation, IGZ employees identi-
fied several possible goals of increased citizen
participation, which partly reflect the ideas
underlying the public debate. One goal is
improving whereby the
patient indeed becomes a valuable source of
information about aspects of demand-driven
care (or lack thereof), or other signals about
quality that an inspector might not see during
a regular inspection that is focused on
health-care professionals.

institutional review,

Patients have a perspective about their own ‘life
and limb’. Does the food taste good, is the nurse
nice, are they on time so I don’t have to wait too
long, am I woken up on time... my breakfast
was too late, so I'm not hungry for lunch, I had
to wait for 45 minutes, which I didn’t appreci-
ate... really basic things, but that’s what patients
find important. (Respondent 1GZ 6)

As we further show below in the lessons
from practice, when patients are included as
information sources, they are indeed able to
give information about the quality of care. The
information that, for example, chronic patients
can provide goes beyond the expected com-
ments on the ‘softer’ aspects of care to include
signals about the technical quality and safety,
which is relevant to the work of the regulator.

A second goal that inspectors mention is
legitimizing decision-making processes. Involv-
ing citizens and being more transparent about
the IGZ’s work gives a sense of accountability.
A third, related, goal is improving the image of,
and increasing trust in, the IGZ. Inspectors feel
that involving citizens more might help silence
the critique of actors in their regulatory
context.
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Questioning the drive towards more
participation

Although the respondents in both the inter-
views and the focus groups generally favoured
increasing citizen participation, they also ques-
tioned the policy shift towards more citizen
participation. They voiced several arguments to
substantiate this critical view.

One primary concern was that participation
is positioned as a goal in and of itself, whereby
participatory activities are mostly added to
other activities ‘for the sake of participation’,
or just to respond to the aforementioned exter-
nal political pressure. They were concerned
that participation derived from political pres-
sure might not necessarily be better for either
the inspectorate or the citizens.

The problem is, actually, that the Ombudsman
has his say, then the politicians have their say
and then you have something like the Central
Information Office that is politically driven.
(Respondent IGZ 8)

At a certain moment, somehow, it seems like a
leaf in the autumn. No one knows where it
comes from, but it blows in very slowly. And the
moment it lands, apparently, you must do some-
thing about it. (Respondent IGZ 10)

A second concern was that the specific plans
dictated by the Dutch Ministry of Health, Wel-
fare and Sport would place the IGZ in an awk-
ward position in relation to citizens. Primarily,
they were worried about the 1GZ’s ability to
manage the expectations on an individual level
that these new structures and activities create.

And then it gets complicated. Citizens expect
that we’ll judge in their favour and that they
have a right to some form of retribution, but
that’s not our job. My greatest fear is that we’ll
start creating expectations that we’re unable to
manage and also cannot meet. That’s also a con-
cern of many inspectors. (Respondent IGZ 6)

This concern is expressed specifically in rela-
tion to the new Central Information Office,
whereby the National Ombudsman and Parlia-
ment expect the IGZ to be more effective in
responding to individual complaints. However,

employees stress that their job is not to handle
individual cases, but to protect the quality of
care in general, which they do through estab-
lished review processes. While citizen input can
be important in these processes, it is necessary
to ensure that individuals do not expect the
IGZ to solve individual problems. Moreover,
respondents note that the IGZ has insufficient
capacity to respond to individual cases.

A third concern was about the assumptions
that underlie the public debate. The
approaches to citizen participation suggested in
political circles, such as the creation of the
Central Information Office, depart from a cer-
tain level of distrust in both health-care organi-
zations and the inspectorate.  Citizen
participation is accompanied by the suggestion
that only individual citizens can tease out what
is ‘really’ happening in daily practice because
the IGZ has an insufficient view of quality
issues. This position fundamentally conflicts
with that of many people working for 1GZ;
they act on the assumption that care profes-
sionals are intrinsically motivated to deliver the
best possible care. The inspectors recognize
that trust, in both professionals and institu-
tions, is an important part of regulatory
practice.

Although respondents identify the added
value of participation, they nonetheless raise
important concerns that result from conflicting
ideas about good regulatory practice. This
makes the issue of when and how citizen par-
ticipation can best be put into practice crucially
important. From the experiences with partici-
pation of the IGZ so far lessons can be drawn
about how participation can be put into prac-
tice in such a way that the concerns identified
in this paragraph are mitigated. We will turn
to these in the next section.

Lessons from practice: when and how to
include citizens

From the experiences of our respondents les-
sons can be drawn about when and how to let
citizens participate. One important step is cate-
gorizing forms of participation. Respondents
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from the IGZ identified three distinct areas
where participation should be considered in
their work. The first area, related to the idea of
transparency, was external communication,
because the IGZ must provide clear and timely
information about inspectorate processes to cit-
izens. A second area, also evident in the previ-
sections, 1is regulatory review, where
patients become sources of information. A
third area is the change in health-care practice
mentioned above: formal review of how
institutions ensure citizen participation.

ous

Information about inspectorate processes and
activities

The public debate focuses on the 1GZ’s failure
to live up to expectations that it protects citi-
zens from poor quality health care. Although
the solution of being more responsive to indi-
vidual complaints as proposed by the Ombuds-
man and Parliament is not always shared
internally, respondents do agree that they
could improve their work by explaining more
clearly to citizens how IGZ works and what
citizens can expect. Moreover, they agree that
communication is important in cases where
individuals do make a complaint. Sharing
information about the IGZ stems less from the
accountability goal as might be expected but
more from the goals of expectation
management and building trust.

In the Elderly/Geriatric Care Programme at this
moment, we have a number of rather notorious
complainers. These are all situations that have
been blown out of proportion. We know that for
each situation there was a bottom line to the
story that was important, but that the patients
weren’t taken seriously at the time. (Respondent
1GZ 6)

Using language citizens can understand and
not falling back on inspectorate policy jargon
is, according to our respondents, the key to
doing this well.

We’re usually restrained in explaining where the
limits of our task lie and we clamp down on that
distinction, even though it is often easy enough
to step over the line. I think we should do that
more often. A prime example is of course not

© 2013 John Wiley & Sons Ltd Health Expectations
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dealing with individual complaints. (...) I some-
times tell callers that concerns over care quickly
sound serious, but at the same time I explain to
them that if you have a problem with your
neighbor, it is better to discuss that with the
neighbor in question and not with another neigh-
bor. People seem to understand it when you
phrase it that way. (Respondent IGZ 5)

Including citizens as information sources

The role of citizens as information sources is
recognized both in the public debate and by
inspectors themselves. The results show that
this role takes various forms in practice;
including using complaints or reports of citi-
zens as a starting point, as was emphasized by
the Dutch Ministry of Health, Parliament and
the Ombudsman. However, in the opinion of
respondents, the input of citizens can also be
used in other ways during reviews. Inspectors
have had positive experiences, for example
using web-based surveys and interviews with
patients to get better insight in the delivery of
care for chronic respiratory patients.

But why we did that here, for chronic respira-
tion, and also with infuse pumps, was because in
a diffuse field with various issues, where there are
many caregivers involved, we knew that the
responsibilities might not be completely clear and
there were no guidelines or norms. And this was
also a group of patients that tried very hard to
stay in control — a large number of patients that
organize their care through their personal bud-
gets and have lots of contacts with health profes-
sionals. Who are the experts when it comes to
safety, quality, or clarity in agreements? The
patients. (Respondent IGZ 2)

The Integrated Supervision of Youth Affairs
(ISYA)" has used lay inspectors in their work.
Older teenagers are trained to talk to other
youth in the social care system in order to

ISYA is a partnership initiated in 2003 between the 1GZ,
Education Inspectorate, Inspectorate for Youth Care and
Inspectorate for Public Order and Safety. The Inspectorate
for Social Affairs and Employment joined in 2005. The
partnership seeks solutions to social problems that cannot
be addressed by a single organization or sector. Since its
inception, ISYA has conducted thirty joint inspections uti-
lizing methods that involve all stakeholders to create solu-
tions that match youth needs.
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tease out what they struggle with in practice
and how this care can be improved. This works
well because young people often do not easily
talk to official inspectors, who are part of ‘the
system’ that these youth do not trust; talking
to someone who has been in the same situation
is easier. However, inspectors also indicate the
need to carefully consider when to use this
method, because it does not always transfer to
other situations. Using lay inspectors to inter-
view care professionals, for example, did not
work well in practice because professionals lar-
gely tended to ignore the lay inspector and
kept talking to the formal inspector. Also, lay
inspectors need to be trained in order to fulfil
this task, which requires a considerable time
investment of both the regulatory office and
the lay inspectors themselves.

Another method of participation that
respondents find works well is talking to
patients or clients during regular site visits.
This is less time intensive than the methods
mentioned above and delivers valuable infor-
mation.

If you get down on your knees next to their bed,
so to speak, then you hear things. But I have
also known inspectors who are totally incapable
of taking such an approach. (FG 1)

This quote indicates that involving citizens
properly also requires certain skills from
inspectors. The language used to talk to
patients is important, as is finding ways to
translate patient input into information inspec-
tors can use in their reports, which often
proves difficult in practice.

The problem, I think, is that we need to be able
to check it off on a list, because in the end, we
always want a measurement. And that is always
the dilemma with indicators, too. Then we start
measuring all sorts of things because we need to
be able to have a uniform measurement, while a
patient just wants to be treated properly. And
what is proper? The soft aspects that are so diffi-
cult to measure. (FG 2)

The IGZ could also use methods of partici-
pation already in place in the health system,
such as information provided by client

councils, patient organizations or on social
media. Although respondents see the potential
of this, they also point out related difficulties,
such as representativeness. Persons active on
social media, in client councils and patient
organizations may not represent (the interests
of) the patient population at large.

And then there is one other thing, what is the
patient association? We ran into the problem
that the Dutch Patient and Consumer Federation
doesn’t actually speak for the patient — they’re
just the policy people. (FG 2)

These experiences illustrate several ways to
organize citizen participation during supervi-
sion activities, some of which may be useful in
specific situations, but nonetheless contain cer-
tain disadvantages. This suggests the impor-
tance of carefully considering when and how to
use citizens as sources of information.

We should not incorporate citizen participation
in all research just because that’s currently fash-
ionable. No, it should come from the purpose of
the research and the questions we want to have
answered — if we follow that route then it will
actually have added value. (Respondent 1GZ 2)

Reviewing institutional guarantees of citizen
participation

The third area comprises how health institu-
tions ensure citizen participation as part of
providing good care. This often remains unad-
dressed in regulatory practice. However,
respondents do see the added value of this,
both as a means to deal with external pres-
sures and because patient participation in
health-care institutions is an integral part of
what is considered to be quality care. More-
over, it could be a means to limit the pressure
currently felt by the IGZ to organize citizen
participation itself and place this responsibility
in the hands of health-care institutions, where
— according to some of our respondents — it
belongs:

I think the hospitals should arrange that better
themselves. Not us. The hospital is responsible
for care and thus needs to learn from patient
experiences. (Respondent IGZ 9)
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These results show that the multifaceted nat-
ure of participation can be used by the inspec-
torate to incorporate demands for participation
in such a way that it can mitigate the concerns
about participation which, in the perception of
our respondents, would prevent the inspector-
ate to perform their task of reviewing quality
of care well.

Discussion

In this article, we have shown that the issue
of citizen participation, which has increased in
importance in health care over the past dec-
ades, also influences the practice of health-
care regulation. The Dutch case presented
here follows similar developments in other
countries, such as Australia,®® Ireland '' and
England,'> 2¢ where citizen input is increas-
ingly included in inspectorate reviews. Regula-
tors recognize the potential added value of
participation for reasons identified in the pub-
lic debate, and the effectiveness of participa-
tion has also been shown in the literature.®
There are nonetheless concerns about how
increasing participation at various levels influ-
ences the nature of the regulatory task. The
Dutch case not only teaches several lessons in
this regard, but also raises more overarching
issues that are interesting for an international
audience. We first outline said lessons from
the Dutch regulatory context and then reflect
at a more general level on the underlying pol-
icy assumptions that are influencing regulatory
practice.

First, because it is difficult to organize par-
ticipation well,>”? including citizens in a given
process should be carefully considered per situ-
ation, explicitly questioning if and how partici-
pation could be beneficial for supervision in
that situation.

Second, the distinction we made between
areas of participation which are related to the
different goals of participation, (i) providing
citizens with information about inspectorate
processes and activities, (ii) including citizens
as information sources and (iii) reviewing insti-
tutional guarantees of citizen participation,
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could be a relevant first distinction to make
when deciding on the how question.

Third, within the aforementioned categories,
the how should be elaborated further; espe-
cially, the second category can be shaped in
numerous ways in practice. Successful methods
identified in this study include talking to
patients during regular visits which can provide
inspectors with important information.® This
does not take much time from either inspectors
or participants and draws from the everyday
experiences of patients, which is considered to
be an important additional perspective to that
of professionals and inspectors. In certain situ-
ations, such as when the patient has the clear-
est overview of the whole care trajectory,
intensive methods of participation also prove
to deliver valuable information.

A fourth lesson is that differentiating areas
of participation can also be useful when trying
to align the external political goals with inter-
nal ideas about what constitutes good regula-
tory work. For example, providing citizens
with information can be put into practice to
ensure accountability and at the same time to
manage expectations. Also, concerns about
participation becoming a goal in and of itself
can be mitigated by focusing more on the par-
ticipation possibilities of patients within specific
settings, such as the health-care organizations
in the review process. By aligning goals, Ins-
pectorates can give citizen participation a more
explicit place in health-care regulation without
taking away from the complexities of both
participatory and regulatory practice.

Finally, more research into what does and
does not work is needed to further inform deci-
sions about when and how to let citizens par-
ticipate in inspection work. It is therefore
important for regulators to couple internal and
external evaluation on attempts to implement
participatory mechanisms. Inspectorates can
also engage citizens in identifying priority areas
and developing such evaluative processes.
Incorporating citizens in earliest phases of
research will not only contribute to the grow-
ing body of evidence about what does/not
work in practice, but will also feed back into

9
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meeting the overarching political goals (such as
legitimacy, transparency and accountability)
that are so concretely influencing practice in
various health-care arenas.

At a more general level, this case gives
cause to reflect on how political goals trans-
late into specific practical contexts. We began
with the question, what are the (political)
expectations for increasing citizen participa-
tion in health-care regulation and how do
these compare to regulators’ expectations and
experiences in practice? There is an obvious
tension between both political and regulatory
actors’ expectations for participation and the
regulators’ actual experiences in practice.
Although accountability and transparency are
lofty goals, the specific policy solution that is
proposed to achieve these (i.e. ‘more’ partici-
pation), carries with it certain risks. If partici-
pation is increased merely for the sake of
participation, information gained through con-
tributions to participatory processes can too
easily be ignored.®® In this case, ‘citizen par-
ticipation’ becomes little more than a ritual-
ized aspect of review, rather than a real
attempt to engage citizens and effectively use
the wvaluable input they can deliver. In
responding to external (political pressures) to
increase citizen participation in health-care
regulation, inspectorates should therefore take
the time to reflect on how activities to engage
citizens align with internal goals and
established practice.
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