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Background: Trust within organizations is important for ensuring members’ acceptance of the organization’s
activities and to expand their scope of action. Remarkably, Patient Organizations (POs) that often both function as a
forum for self-help and represent patients on the health-political level, have been understudied in this respect. This
paper analyzes the relation between trust and representation in POs. We distinguish between two models of
representation originating from political theory: the trustee and delegate model and between two types of trust:

horizontal and vertical trust.

Methods: Our theoretical approach is illustrated with an analysis of 13 interviews with representatives of

German POs.

Results: We have found that the delegate model requires horizontal trust and the trustee model vertical
trust. Both models: horizontal/delegate and vertical/trustee exist within single POs.

Conclusions: The representation process within POs demands a balancing act between inclusion of affected
persons and strategically aggregating a clear-cut political claim. Trust plays in that process of coming from
individual wishes to collective and political standpoints a major role both in terms of horizontal as well as
vertical trust. Horizontal trust serves the communication between affected members, and vertical trust allows

representatives to be decisive.

Keywords: Collective decision-making, Health care, Patient Organization, Patient participation, Representation,

Germany

Background

That trust plays an important role in organizations is a
fact recognized and studied by several scholars e.g.
Luhmann [1]. Remarkably, Patient Organizations (POs)
have been understudied in this respect. POs are particu-
larly interesting organizations to investigate with regard
to trust and representation, because they negotiate about
health care access and provision, and are often also a kind
of health provider themselves, by offering self-help groups
and even supplemental care [2]. POs are sometimes
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criticized with regard to their (lack of) knowledge for in-
fluencing complex health policy decisions [3] or risk of
instrumentalization by the pharma industry [4]. Neverthe-
less, the idea that patients should have a say in health
policy is widely accepted on the grounds that they are the
ones directly affected by these decisions [5]. Important
questions concerning the means and legitimate ways of
representing patients’ needs and interests are however
rarely addressed [6].

One important presumption is that POs play an import-
ant role in health care decision-making and represent the
patients’ interests in the political arena [5, 7-9]. The idea
of establishing POs has its roots in the health social move-
ment of the 1970s in Europe and North America [7]. By
then, patients had begun to question hierarchical power
structures in the health care system as well as in medical
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practice and research. As a result, patient movements, in-
cluding POs, are traditionally neither highly integrated
nor strongly organized, but have to be inclusive and are
mostly defined by their purpose of emancipated ‘voicing’
[8]. Nevertheless, over the last couple of years, many POs
have professionalized as public and political actors. This
professionalization means that they have evolved as recog-
nized stakeholders in policy making, are steadily using
political lobbying channels and have (semi) professional
spokespersons [10]. Representatives of these collectives
are often elected or nominated, but are sometimes also
self-declared [11]. This points to the critical relationship
of internal decision-making processes, trust and represen-
tative structures within these organizations.

The link between trust and representation builds on the-
oretical discussions on representation: Melissa Williams
[12] and Nadja Urbinati [13] have stated that fair represen-
tation requires relationships of trust between individuals
and representatives based on shared experiences, perspec-
tives, and interests. Furthermore, trust within organiza-
tions is of utmost importance for ensuring members’
acceptance of the organization’s actions and activities and
to expand their scope of action [14].

In the present work, we examine the conceptual rela-
tionships between different types of trust and different
representation styles in POs and illustrate how these
conceptual models work in practice by analyzing these
relationships in empirical material.

By theoretically differentiating between two styles of
representation (delegate and trustee) and two concepts
of trust (horizontal and vertical) in organizations, we will
distinguish particular ways in which representatives can
give voice to affected people in political discourses and
decision-making. Drawing on interviews with different
PO representatives, we will analyze the ways that repre-
sentatives themselves understand their political role’
(delegate/trustee) and which role different types of trust
(horizontal/vertical) play for representation in POs.
Furthermore, we discuss the potentials and problems of
different representation-trust relationships. Overall, we
aim to contribute to a better practical understanding of
internal structures of POs and to a more nuanced con-
ceptual framework for the relation between trust and
representation in health care organizations such as POs.

Theoretical considerations of the two key concepts:
representation and trust

Representation

The topic of proper representation in a pluralist society
and democratic political system, as well as the normative
expectations with regard to representation has been and
remains an important issue in political theory and
practice [15]. As social movements scholars saw value in
the function of civil society organizations (CSOs) for
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purposes of political representation, also representation
processes in and by political organizations are increas-
ingly studied [16-18]. POs bring claims to the fore in
public and political arenas based on the perspective of
patients [17] and are in this respect CSOs where repre-
sentation practices take place. Representation research
answers the question which conditions must be met so
that representatives of civil society organizations can re-
flect the stakeholder group’s claim in the political realm
in a legitimate way:

“It is of fundamental relevance that an association
structures itself in a way that fosters a series of
interactional loci, so as to increase communicative
flows. Associations must guarantee the existence of
several spheres of interlocution, which enable a
permanent encounter and confrontation of discourses
and ideas. This is the only way, an association may
show its plurality and its adjusting capacity, which
are essential attributes for the exercise of effective
representation. A representative must be in
permanent metamorphosis so as to reconstruct its
bonds with the represented.” [19] 127, original
emphasis, see also [20].

Eulau et al. [21] introduced the distinction between the
focus and style of representation: Focus refers to the group
represented (constituency voters, party voters or the na-
tion). The constituency of POs can refer to patients af-
fected by a single disease (single-disease POs) or include
people with a variety of conditions united in an umbrella
organization. The representation style refers to the man-
ner in which representatives fulfill their role. This role is
problematized by Hannah F. Pitkin as follows:

“The question at issue may be summarized as: Should
(must) a representative do what his constituency
wants, and be bound by mandates of instructions
from them; or should (must) he be free to as to act as
seems best to him in pursuit of their favor?” [22].

This question is found in two different concepts of
representation in classical political theories. John Stuart
Mill acknowledges the importance of culture and moral-
ity of representation and the possibility to create respon-
sive representation along a delegation principle:

“For, let the system of representation be what it may,
it will be converted into one of mere delegation if the
electors so choose. [ ... ] By refusing to elect any one
who will not pledge himself to all their opinions, and
even, if they please, to consult with them before
voting on any important subject not foreseen, they
can reduce their representative to their mere
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mouthpiece, or compel him in honour, when no
longer willing to act in that capacity, to resign his
seat.” [23].

The other alternative referring to a rather autonomous
representative is preferred by conservative political
thinker Edmund Burke:

“Your representative owes you, not his industry only,
but his judgment; and he betrays, instead of serving
you, if he sacrifices it to your opinion. (...) To deliver
an opinion, is the right of all men; that of constituents
is a weighty and respectable opinion, which a
representative ought always to rejoice to hear; and
which he ought always most seriously to consider. But
authoritative instructions; mandates issued, which the
member is bound blindly and implicitly to obey, to
vote, and to argue for, though contrary to the clearest
conviction of his judgment and conscience,— these are
things utterly unknown to the laws of this land, and
which arise from a fundamental mistake of the whole
order and tenor of our constitution.” [24], emphasis in
original text.

In current political theory these two main models are
still relevant. The first approach is commonly described
as the ‘delegate model’ of representation [25], the second
is referred to as ‘trustee model’ of representation [26].
The delegate model holds that representatives are bound
closely to the mandate of their stakeholders [27]. Often
a majority vote or a very extensive process of deliber-
ation between the members of an interest group pre-
cedes the channeling of the members’ shared perspective
and common claims into the political system. It would
be too narrow to describe the representative in this
constellation merely as messenger because this would
implicate a de-politicization of the representative’s role
[28]. In this conception greater emphasis lies on the in-
clusion and consideration of arguments of those who
will be affected by allocation conflicts and political
decision-making outcomes.

The second model, the ‘trustee model, would allow the
(elected) spokesperson of a PO to adhere to the rules
and conditions of the relevant political arenas in order
to achieve the best result for the represented in a polit-
ical conflict. In the trustee model, representatives are
assigned to have political ‘wisdom”: professional experi-
ence and knowledge to help them to achieve a good
outcome for their constituency [22].

One may have noticed that ‘trustee’ contains the word
‘trust’. One may therefore assume that trust plays a spe-
cial role for trustee representatives. There are however
several conceptualizations of trust— it would therefore
be a too hasty conclusion to argue that trust is only
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required for trustee representation. In the following we
will describe two concepts of trust.

Trust

Trust is one of the most extensively examined concepts
in social science — including how to understand trust be-
tween individuals or between individuals and (social,
political, organizational) institutions, what the difference
is between trust, trustworthiness and distrust and why
trust is needed see e.g. [29].

In the political realm, one can roughly differentiate be-
tween two main forms of trust. On the one hand, trust is
essential for the representative’s political capital — (profes-
sional) representatives must be trusted in their intentions
towards the represented, their strategic work and their
competent judgment in political bargaining [30]. Trust-
worthiness is, in this understanding, a capacity to commit
oneself to fulfilling the legitimate expectation of others on
the grounds of election and professional expertise [31].
David Easton stresses the role of generalized attitudes like
trust in and support of representatives, which he sees as
being based on social capital or a “reserve of goodwill”
[32]. He argues that a representative accumulates trust
through qualities, which can point to competence like
efficient performance and (previous) success. To coin a
name for this type of relationship of political trust we
suggest vertical type of political trust referring to the
constellation between the body of the constituency and
the political functionary who acts autonomously on
their behalf. Trust can be understood as the credit
granted to the representative in his/her political role —
that the person is not only competent but also acts in
the constituency’s best interest [33].

Trust can also be built deliberatively between people
who confide thoughts and feelings to each other, coping
with the same challenges and problems experiencing se-
vere life circumstances [34]. Then, trust takes an effect as
an opener and promoter of communication among those
who share similar experiences or the same social or polit-
ical concerns. This understanding of trust emerges from a
horizontal (mediated) interaction between the group
members respectively, so we coin the term horizontal type
of political trust. Following this conception, trust is both a
mean and result of socialization that binds members of a
group to one another and to the collective as a ‘symbolic
body’ made up of affected people [35] — for example the
collective of those who live with a handicap or a chronic
disease. In pluralistic and democratic societies close ties
exist between the cultivation of trust and the emergence
of solidarity [36], that are important for democratic policy
and voicing [37]. Horizontal trust is related to processual
communicative acts and procedures of collective assurance
to reduce uncertainties about dissent regarding interest or
shared values.
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Methods
The empirical part of our study consists of an in-depth
secondary analysis of interviews with German PO repre-
sentatives (Table 1). Thirteen interviews with representa-
tives of four different POs for specific conditions and
three representatives of the German Federal Joint Com-
mittee (in German: Gemeinsamer Bundesausschuss, G-
BA)? were selected (Table 2) from a larger sample of 15
semi-structured interviews with patients and representa-
tives. We excluded interviews with members without
any representative role, as these were not relevant for
the questions regarding self-assessed representation
styles. The original focus of these interviews was on the
relation between autonomy and trust.®

Germany provides an excellent setting for studying the
representation of patients in health care policy because
of its large variety of organizations for chronic and rare

Table 1 Overview of our sample
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diseases on the regional and national level [38]. More-
over, many formal structures are in place to involve
patients in health policy making [39]. In 2003, the Law
on Modernization of the Health Insurance has legislated
patient involvement in the FJC, the highest board for
decisions regarding the coverage medication or provi-
sions by the public health care system.”> A more recent
Bill of Patients’ Rights seeks to strengthen POs as partic-
ipants in regional and national committees of health care
policies [40].

To cover a broad spectrum of diseases in order to
capture the variety of organizations and patients, we
selected representatives of the German Society for Muscle
Disease, German Alzheimer Society, Association for
People with Locked-In-Syndrome, and the Self-Help
Group for Women after Cancer. All POs are associations
(eingetragene Vereine, e.V.), which requires them by law to

Organization N = Interviewee Year

Organizational structure &

Membership  Self-claimed Goals

affected established membership composition size
German Society 2 No/No 1965 Board of directors (3-9 members); ca. 8000 To offer consultancy; to support research
for Muscle Disease scientific advisory board (5 and public relations to make the disease
members); volunteers; family known to the public; engaged in health
members and patients policy for representation of interests
Association for 2 No/No 2000 Board of directors (3 members);  Ca. 150 To ameliorate and facilitate therapy for
People with Locked- advisory board; family members patients; conducting educational work for
In-Syndrome Self- and patients patients and their family members,
help and Friends therapists and doctors; to create
publications and establishing a
documentation center; organize
international meeting with experts and
affected persons
German Alzheimer 3 No/No/Y es 1989 Board of directors; advisory Ca. 15.000 To increase understanding and support of
Society - Dementia board with people with the public towards people with dementia
Self-Help dementia is convened; family via public relations work; to improve
members and patients possibilities to learn how to live with
dementia, and self-management of relatives;
organizing seminars with local and regional
groups; to offer consultancy; to support
scientific research and develop/text forms of
care-taking; involved in health care policies
social-political decisions and engaged in
social legislation matters
Self-Help Group for 3 Yes/Yes/Yes 1976 Board of directors (4-7 Ca. 12.000 To offer self-help groups and consultancy;

Women after Cancer

GBA 3 No/No/Y es 2004

members); patients

Public legal entity four leading
umbrella organizations of the
self- governing German
healthcare system.

organizing events and expert conferences;
engaged in health care and social-political
lobby work as interest representatives (e.g.
in patients forum of German Medical
Association); cooperation with other
organizations and clinics

To specify the concrete services to which
patients and persons are insured; to issue
directives for the benefit catalogue of the
statutory health insurance funds (e.g.
Disease management programs for the
chronically ill); to conduct hearing
procedures and consults external experts; to
request expert opinions from independent
scientific institutions; responsible for quality
assurance of medical care in clinics and
doctor’s practices.
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Table 2 Overview of interviews: Affectedness, defended
representation model and type of trust

PO Interview Affected Representation model Type of trust

1 1 n both both
2 n identity/trustee vertical
2 1 y delegate/identity horizontal
2 y identity/trustee horizontal
31 y delegate/identity horizontal
2 n trustee vertical
3 n trustee vertical
4 1 y delegate horizontal
2 y identity/trustee horizontal
3 y delegate both
FJC FJC1 n trustee both, emphasis on vertical
FJC2 n trustee both, emphasis on vertical
FJC3 y trustee both, emphasis on vertical

have internal democratic structures such as voting, report-
ing, and participation [41]. Furthermore, we aimed to in-
clude a variety of types of organizations differing in their
representation focus (umbrella organization, single dis-
ease) and representatives who were active volunteers or
professional employees (Table 1).

All interviews were conducted in German (quotes
anonymized and translated by HG and KJ) and were
structured in the following way after the topic of the
study was briefly introduced: the role and understanding
of trust in general and within their organization, after
which internal structures for decision-making within the
PO were discussed, and finally they were asked to de-
scribe their own role. All interviews were tape-recorded
and transcribed verbatim. For this study a content ana-
lysis [42], in which inductive and deductive analysis is
combined, was undertaken by using a contestant com-
parative method: data were systematically reviewed for
supportive and conflicting evidence for emergent themes
and codes. We started inductively with an a priori coding
list, based on the theoretical background (main codes:
horizontal trust, vertical trust, delegate-representation and
trustee-representation). A sample of three interviews was
discussed between the authors to ensure agreement about
the codes; all interviews have been cross-coded individu-
ally by HG and K]J. Note that we have coded separately for
type of trust and representation style, in order to test our
theoretical model in our empirical material. Additional
codes and themes emerged from the data set (identity rep-
resentation, being affected, challenges).

Results
In the following, we will analyze the self-perception of
representatives of POs and how they describe or claim
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their representation style and the role of trust, illustrated
by quotes derived from the empirical material. Both repre-
sentation styles and trust models were found in our
material, delegate representation was related to horizontal
trust, trustee representation was related to vertical trust.

Representation in relation to trust

Regarding representation, both the trustee and the dele-
gate style were defended by our interviewees. Those in-
terviewees arguing in line with the idea of delegate
representation (N=5), were often volunteers and/or af-
fected and expressed the idea that discussion between
the members should form the input for the representa-
tive’s standpoint. The members should find a common
standpoint by discussing experiences and opinions, and
bring that forward via a representative.

And then they work it out, discuss a topic during
several meetings and propose it to the representatives.
The resulting statement is submitted to the
representatives, who then again consider it and vote,
and bring it back to the members. (Interview 1.1).

These representatives have a more or less ‘deferential’
role towards their members; what they represent is not
necessarily their own opinion; the representative should
present what the group has decided.

We represent a particular opinion, direction, goal. The
ones, who represents us in the FJC or wherever, co-
represents us; it is not about my personal opinion but
about the opinion of the organization (Interview 4.1).

Typically, the need for building trust within the group
of patients was stressed for this type of representation.
All representatives who argued in line with the delegate
model, referred to the need for horizontal trust (Table
2). Five interviewees claimed horizontal trust as the
most important trust type and five interviewees men-
tioned both types of trust as important and practiced
(by them) in the organization (Table 2). This type of
horizontal trust refers to situations where vulnerability
plays a role, therefore discretion is considered an im-
portant element of trust. This type of trust is also based
on having the same types of experiences, which results
in mutual understanding and acceptance.

By knowing each other well, we know, we can express
our problems openly in the group and we know all the
other ones have experienced or witnessed that in a
similar way. (Interview 4.3).

I think that due to the mere fact that the affected
individuals learn more about the disease [and] are
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somehow more self-confident, the trust within the
group is increased (Interview 2.2).

Some argued that it is not possible to have the
support of all members for the decisions made, but
including the members is nevertheless of utmost im-
portance for developing organizational standpoints.
The members must have had the chance to share
their perspectives, even if not all are involved in, or
agree with the final decision. In case of conflicting
standpoints, some argued that it is important to take
deviant opinions into account and document and
communicate about them transparently. This type of
decision-making gets challenging if there are more
members within the organization, because such dis-
cussions cost much time and become ‘infinite’.

The seven that had the time and interest to be
involved [...] we met in a small workshop, worked out
a statement and the keywords and then I have
summarized, so to speak, sent them back, they could
then again give feedback and this is how we have
organized the process. Not everyone participated in
this, because it also has to do with resources, but each
of them would have had the chance, so to speak, to get
involved. (Interview 3.2).

There is constant exchange. So delegates are involved
in an information flow. With all members, it is a little
more difficult. It becomes very, you know the problems
of referendums that then evolve to be endless.
(Interview 1.1).

The representatives note that not all members can and
want to be part of the decision-making process. This can
be due to physical or mental disability that makes travel-
ling, participation or speaking difficult.

[...] and then the affected ones indeed prefer to
experience something together and the urge to become
somehow involved and then, above all, transregional,
nationwide, with long travelling, which is then, it is
difficult in some cases we have some people who are also
Physically very fit, but they have problems to express
themselves on the other side and for them it is difficult
to follow those discussion processes (Interview 3.2).

Other representatives argued in line with the trustee
style (n=9), those were often professional spokespersons
(Table 2). Trustee-representatives were argued to have
certain skills such as knowledge about the political field.

It is about personal competence, it would of course not
be possible to represent the claims of others in such a

Page 6 of 12

[political] body, when one does not know how such a
body functions at all (Interview 1.2).

Typically, these interviewees argued that they should be
credited trust in order to do a good job. This vertical trust
is based upon the idea that the representatives can fulfill
the expectations of the members and can decide in their
interest. Most interviewees referring to the trustee model
of representation (N=6), mentioned characteristics of
vertical trust, some also mentioned some horizontal char-
acteristics aside the vertical trust (Table 2). Professional
competence was an important factor for trusting them.

When I believe that this person also has certain skills,
then I can also ask him in certain areas for advice
and trust him. (Interview 1.2).

Trust supports the representative autonomy for
decision-making and is a precondition for the represen-
tative’s leeway to decide for the group. Transparency,
regarding what is done in this space for autonomous
decision-making, was mentioned to be crucial for main-
taining trust in the representative. The decisions that are
autonomously made by the representative should hon-
estly and transparently be communicated back to the
members, as this contributes to the reliability and trust-
worthiness of the representative.

In this respect it is very, very important that there is a
good relationship of trust here, which is in principle
the basis for the work and this, this leads naturally to
the fact that one has a certain autonomy to make
decisions. (Interview 3.3).

An exception to the binary model of representation
and trust, delegate/horizontal and trustee/vertical, are
representatives who stress the shared characteristics of
‘being affected’. These representatives stressed that
inner-group trust may be fostered when the representa-
tive is also affected. Representation by an affected person
was by some interviewees considered the most desirable
form of representation, because being affected implies
certain know-how and loyalty to the group of patients.

Alffectedness is our benchmark. Everything we do, and
our work, our advisory work as well, is done basically
from our experienced know-how and not by our profes-
sional skills, which we all have as well. We act based
on our affectedness. (Interview 4.3).

These representatives referring to the importance of the
affectedness of the representatives can be described as
‘identity representatives’ because they stress the identical
health status between representatives and the constituency.
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This means that identity representatives are ill themselves,
and represent the patient-group suffering from the same
condition as themselves. These representatives form an ex-
ception to the binary delegate/horizontal — trustee/vertical
model, as the representation style refers to characteristics
of both representation styles and both types of trust (Table
2). According to one interviewee only individuals affected
by the disease can adequately represent the patients’ polit-
ical interests and claims:

[representation] is possible, if the person is directly
affected, because they then carry this opinion in
themselves, but it is not possible if I have ten people
here who have an opinion and then go to the eleventh
person and say, “Go and represent us over there”, that
is not representation to me. (Interview 2.1).

This representative also stated that he even carries the
members’ opinion in his body when it comes to decision
making. It is nearly an automatic process for him know-
ing what is right because of his own condition (notably
he also used ‘somatic’ vocabulary to explain his view):

Through this constant exchange and on top of that I'm
even part of this body, so therefore I could never make
any decisions taken by the head in conflict with the
body, that's unthinkable for me. This does not apply to
large organizations, because there is, the head is really
- head and body are entirely separate. (Interview 2.1,
emphasis by the authors).

Furthermore an exceptional group are the representa-
tives of the Federal Joint Committee (FJC) special repre-
sentatives as they are assigned to act in this rather
institutionalized decision-making body, and represent a
variety of patient collectives. These representatives ar-
gued that FJC representatives are not ‘average’ patients
but a sort of elite group, as they are able to act in the
political arena, and have the competences to act in the
interest of the patient collective.

[...] the patient representatives of the FJC, are indeed a
sort of elite, yes. They're not at all representative.
Luckily. They are not representative, but they represent
the interests of a large group. (Interview FJC3).

Furthermore, these representatives stressed the need
for distinguishing between individual and collective
needs, a competence that is for individual members
sometimes too hard. This may result in dissatisfaction
with the representatives’ role and work.

Complaints like “what do you actually do there? You
do not represent me” hardly ever occur, of course it
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occurs in individual cases ‘I have written you, why is
it not yet taken care of?!” But that, is not nearly as
much as what, what you receive during the
communication with group and self-help representa-
tives as, as feedback, the things that are their concerns
and then you carry it forward. (Interview FJC2).

The representatives of the FJC stressed that the repu-
tation and integrity of representatives are influential for
perceiving them as trustworthy. The reputation of the
person or of the organization they work for is important
in granting the representative leeway and trusting them
to make good decisions.

Trust in individuals then is founded mainly on
trusting the organization. Because people do not know
indeed [name of the representative] but the people
know in the best case the [Organization]. And then
think ‘they are serious, they are not pharma infiltrated
and they have been doing this for 30 years, and strive
to improve and are also active on various subjects and
somehow so. And when they send this person, then it
will be ok. (Interview FJC3).

Interestingly, the representatives of the FJC took a medi-
ated stance rather between horizontal and vertical trust, as
they argued simultaneously for the importance of group dis-
cussion, and being available for questions and concerns as
well as for taking responsibility for the decisions made. They
have argued that transparency and feedback of how deci-
sions are made is required for being a good representative.

It always has to do with how available you are, that
means, I expose myself as self-critical, therefore I am
available, I am there, I make it clear that I have this
role, 1, so far this has been an important prerequisite
for trust to be addressed, but important is what we
have decided and we stick to that, we have to share
that information. (Interview FJC2).

Challenges for maintaining trust in representation
relationships

Our interviewees also addressed several challenges and lim-
itations for representation and trust-relationships. The
underlying structure of communication is said to be crucial
to avoid harming individual (private and political) auton-
omy because interests need to be articulated in a clear and
imputable manner.

Trusting representatives partly limits one’s autonomy
in terms in self-determination, by allowing the represen-
tative to make decisions for you. It was argued that as
long as this delegation is based on trust, it allows the
member at the same time to keep or extend his auton-
omy into the political sphere.
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It is a bit difficult, so it seems to me, concerning trust,
that I place it in someone or in an institution, a part
of my autonomy is lost, too. But this does not have to
be the case, I think that I can maintain my autonomy
and still give away, give away the representation in
some things (Interview 1.1).

Trust was mentioned by one interviewee to be especially
challenging when ‘external, or a non-affected person rep-
resent a collective, who lack sufficient knowledge about
the wishes of the collective and about the condition.

External people can [represent us]: If the required
knowledge is there. Otherwise, they are a threat.
(Interview 3.1).

Collective representation is challenging as not all
members are actively involved or politically interested.
Therefore, several limitations were mentioned regarding
the possibilities to include members in decision-making
in general: many of the members are not interested in
political decision-making for example:

There are a few that take care of it and many who are
not interested in it, and then there are elections and votes
and delegates and there is a very small percentage of
members who actually participate in these processes and
are interested in the topics and a very large percentage
who rather do not really care. (Interview 1.2).

Political mobilization of citizens, passive as well as active
members of associations or parties often pose a challenge
for democratic self-organization in civil societies [43]. For
POs there is an additional complicating factor: whether
patients participate in the actions of the associations
highly depends on the individual’s health condition. That
means that being affected may set limitations for partici-
pation or getting into a representative role. Some inter-
viewees mention that therefore POs need to have a
healthy political representative, even if the patients might
have special knowledge about the condition.

I mean, someone cannot come to the one place, the
other one cannot be at the other. The condition is
different every day. So some cannot come today,
because they are not in a good [physical] state and
tomorrow another is not able to. (Interview 2.2).

Representing an umbrella organization, with a con-
stituency varying in wishes and needs, was considered a
challenge for representation processes in general.

So the patient does not exist, but there are very, there
are different ways in health care, between acute and
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chronically ill, but also within the chronically ill there
are differences, I would say, it is the case that we
succeeded as far as possible regardless of the
differences of interests, internally as well, to balance
out as far as possible and then to come to a common
standing. (Interview FJCI).

Furthermore, it was stressed by the FJC representatives
that a representative has to be independent, and has to
prevent conflict of interests with the pharmaceutical in-
dustry, as that would harm the trust in the representa-
tive as a trustee for patients’ interests.

There have been situations in which you ask the one
person or the other, because there is a need for
clarification, meaning how independent they are, and
then there is certainly the possibility to dig deeper and
ask and for example, concerning financial conflict of
interests or so. (Interview FJC1).

To summarize our empirical findings, we have found a
binary model for representation and trust: vertical trust is
required for trustee representation and horizontal trust is
linked to delegate representation respectively. Our mater-
ial has shown that different representatives of the same
PO describe different representation styles and trust
models (Table 2). Exceptions were the FJC representatives,
who all defended a rather trustee-vertical model. Also hy-
brid combinations were found in the empirical material,
mainly because of another type of representation: identity-
representation, in which the shared identity of ‘being-af-
fected’ is leading for representation and provides the basis
for trust.

Discussion

Bringing together conceptual considerations and empirical
findings, we have seen that both types of trust are relevant
for representatives of POs. Our theoretical distinctions are
useful heuristics, while our empirical analysis illustrates the
complexity of such concepts in practice. Our explorative
study may not be representative for all POs in Germany, or
for other countries, but has indicated that the plural and
complex intermediary structure of patient organizations
should not be underestimated. It is certainly recommend-
able to gain further insights into the heterogeneous roles
and politics of and within POs. In the following, we will dis-
cuss our sample and findings using the insights of represen-
tation theory in order to shed light on the particularities of
patient representatives of POs in comparison to other polit-
ical actors. Secondly, we discuss the ‘identity representation’
that forms an exception to our findings, as they are not
typically delegate/horizontal nor typical trustee/vertical ori-
ented. Third, we will discuss the use of our study for other
actors in the health care system and health care provision.
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All interviewed representatives who described their
role as trustee, mention vertical trust as important for
their work — the process of trust building and deliber-
ation in advance is subordinate to occasionally commu-
nicating certain decisions and planned advancements to
the constituency. Furthermore, the trustee style together
with its necessary resource of vertical trust seems to be
linked to the professional status or background of the
representatives: Most of the trustee representatives are
employed at the association or are social workers, which
refers back to the professionalization step that many POs
have taken. These findings meet general assumptions
about the nature of organizational structures in modern
societies: Max Weber described professionalization of the
roles of politicians to be a defining feature and result of
bureaucratized and professionalized social systems [44].
Well-established elite theory states that the specialization
and professionalization of political actors result from soci-
etal division of labor — while politicians and other profes-
sional officials need specific social and communicative
competences in political or administrative contexts, lay
people usually are not deemed to use these resources. The
different capacities in turn legitimize the representational
function of the specialized political and administrative
personnel [45]. This is demonstrated by our empirical
findings, where competence and reliability of the repre-
sentative were argued to build the vertical trust for trustee
representatives. The similarity of ‘traditional’ political
structures in POs and the professionalization of POs and
PO representatives, illustrates their growing role as serious
actors in health policy making.

Patient representatives who worked as volunteers and
were directly affected by the disease acted in nearly all
cases as delegates and value horizontal trust. The dele-
gate model benefits from intra-group trust. These shared
values can be based on shared experiences, which again
contribute to being seen as a trustworthy and reliable
representative. Thus, delegate representation seems to
benefit from ties of trust within the group and from a
representative who is able to relate to the groups’ experi-
ences. Horizontal trust and delegate representation seem
to facilitate the collectivization from private issues and
their transference into the political realm [5]: Relation-
ships of trust are cultivated in safe spaces of self-help
groups that help to address sensitive and even painful
experiences. These experiences can subsequently be
translated into shared political concerns by the represen-
tative in the relevant political forums. Research has
pointed out that there are different approaches to in-
clude the patients’ view into health policy decision-
making: One can implement inclusivity, deliberation and
active citizenship by using citizens’ juries [41] or include
them in scientific processes to gather insight into on pa-
tients’ perspectives [42] or evaluate online discussion
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forums [43]. Our interviews illustrate how POs aim to
include their members and democratize their organiza-
tions in order to formulate the patients’ private concerns
as political topics. The democratic structure we have
seen in the POs we have included, may not be represen-
tative for POs in other settings, but is another indicator
that POs are to be taken as serious as a CSO, as many
other (health) political organizations.

The inclusion of affected people is an important
presumption why POs are included in health care policy
making. Interestingly, some statements from the inter-
views stressed that inclusion is enabled when representa-
tives are affected themselves: Suffering from the same
disease was referred to as a sine qua non for the repre-
sentative to meet the patients’ political inclusion. This
demand challenges the binary distinction between
delegate and trustee representation because it doesn’t
refer to the representatives’ behavior or attitudes but to
their bodily features. We propose to interpret this
constellation to understand as the demand for ‘identity
representation’. The underlying claim is a relevant point
for representation theory: Hannah F. Pitkin [22] referred
to the concepts of ‘descriptive’ representation and ‘sub-
stantive’ representation. Substantive representation re-
quires that representatives undertake the ‘right’ steps to
advance the policy preferences of the constituency and
serve their best interests. Descriptive representation re-
fers to the representatives’ resemblance to their constitu-
ency — e. g. a woman representing a group of women
[15, 23]. Our interview study indicates that this distinc-
tion may be relevant for the work of patient representa-
tives. However, we cannot asses to what extent the
representatives can be characterized as substantive rep-
resentatives, because our data is limited to the self-per-
ception of the representative and does not include the
political outcome. The insistence on descriptive/identity
representation made by the interviewee deserves some
special attention. Descriptive representation strongly
reflects ideas of identity politics. This concept was intro-
duced to describe justifications for the necessity of self-
representation by (historically) marginalized social groups.
This kind of politics was actualized in the 1960s and
1970s as activism engaged in by status-based social move-
ments organized around such categories as gender, race/
ethnicity, sexuality, or other body-related issues like dis-
ability in contrast to class-based movements [44]. Even if
the introduction of identity politics into the political dis-
course and practice helped to strengthen the political
power of subaltern or stigmatized groups, one should not
ignore the underlying epistemological suppositions: In her
seminal work on identity, politics and intersectionality
Kimberle Crenshaw summarized a problematic drawback
which can be discussed as the pitfall of essentialism: “The
problem with identity politics [realized as descriptive/
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identity representation, the authors] is not that it fails to
transcend differences, as some critics charge, but rather the
opposite — that it frequently conflates or ignores intragroup
differences” [45], also [46]. As identity politics urges
mobilization around a single axis of human traits (in our
study: the illness as identity), it can pressure participants
to classify that axis as their single defining feature, when
in fact they may see themselves as complex individuals
who cannot be represented so selectively or reductively.
Identity representation could undermine the emancipa-
tory idea of expanding the right of group representation
and its pursuit for epistemic justice [46].

Patients with the same condition do not necessarily have
the same opinions and interests by nature. Thus, negoti-
ation among them, including the representative, con-
structs a forum to constitute a shared claim by which
individual views can be transcended into political stand-
points. Representatives enable this process by using a
trustee or a delegate approach (or a combination of them),
acknowledging that the represented patients themselves
are not only private individuals, but shape the political
constituency to which the representative is bound. Trust
plays in that process of coming from individual wishes to
collective and political standpoints a major role both
in terms of horizontal as well as vertical trust.

The third point to discuss is the use of our analysis for
other health care actors and health care provision. Rep-
resentation takes place at several levels in the health care
system. It is not unlikely that also on the micro- and
meso-level, both representation styles are found, and
both types of trust may be required. This includes the
representation by proxy of incompetent patients. There
are several standards to represent the incompetent pa-
tient’s wishes, such as the best interest standard and the
substituted judgement standard (see e.g. [47]). Indeed,
the best-interest model has similarities to the trustee
model, as both allow the representative much leeway
and is directed toward the ‘objective interests, whereas
the substituted judgement model has similarities to the
delegate model, as both are based on the input and
explicit wishes of the represented. Our study provides
input to further study the role of trust within represen-
tative relations on the micro-level. Also on the meso-
level patient interests are represented for example in
hospital boards and research studies. These representa-
tives may have relevant similarities to the practice of
non-elected representatives as found within POs.
Furthermore, a patient representative on the meso-
level may face similar risks of equating one affected
person with all affected people, which we have dis-
cussed as a risk of identity representation. Our study
provides input to discuss such questions regarding
representation and trust on these levels, but must be
tested empirically.
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Conclusions

Our research concerns the ways in which trust and rep-
resentation within POs are related. We have seen that
most POs fit a binary distinction of delegate/horizontal
and trustee/vertical, but identity representatives form an
exception. POs have a complicated task of balancing be-
tween the inclusion of those affected and strategically
aggregating a clear cut political claim. The two described
representation styles, delegate and trustee, lean stronger
on inclusion and deliberation, respectively political ef-
fectiveness and transparency.

As the constituency of a PO typically consist of a col-
lective of affected people, it may be particularly difficult
to mobilize or bring them together as a group, as the
severity of the condition may hamper physical mobility
or hinder those affected to become a representative
themselves. Staying in contact with their constituency
is therefore very important for representatives to legit-
imately represent a collective. The general need and ad-
vantage of including members in decision-making was
well recognized in both trust-representation relation-
ships: trust relations may be harmed by representatives
who are not transparent about their own interests or
when communication structures within the PO are
opaque. Our empirical material has shown that both
types of trust and both styles of representation are
found within a single PO.

Trust plays in the process of coming from individual
wishes to collective and political standpoints a major role
both in terms of horizontal as well as vertical trust. Hori-
zontal trust serves the communication between affected
persons, and vertical trust allows representatives to decide.
We therefore argue that both types of trust are required
for the political and care related activities of POs. Beside
our empirical findings one has to bear in mind that repre-
sentation is not just a matter of responsibility towards or
responsiveness of one representative to a group of specific,
clearly defined members of the organization. In fact,
representational acts always transcend the orientation
towards a specific, organized group of members in a sym-
bolic and practical way. Representation invokes the nor-
mative political claim of standing for a whole constituency
of political subjects (who can benefit from the outcomes
of the political action in principle). The concrete politics
and representation processes in POs, which use trust as
an operative catalyst, can be seen as the nucleus of activ-
ities to improve the lives of people being affected with
diseases in a society.

Endnotes

"The focus of this paper is on the self-perception of
the representatives, rather than on the perception of
these representatives by other actors in the political
arena.
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2“The Federal Joint Committee (G-BA) is a public legal

entity comprising the four leading umbrella organizations
of the self-governing German healthcare system: the
National Associations of Statutory Health Insurance Physi-
cians and Dentists, the German Hospital Federation, and
the Central Federal Association of Health Insurance Funds.
In addition to these four pillar organizations, patient repre-
sentatives also participate in all sessions; they are entitled to
put topics on the agenda, but not to vote.” [48].

3Other papers have been published based on the pri-
mary analysis of this material, see: Beier K, Jordan I,
Wiesemann C, Schicktanz S: Understanding collective
agency in bioethics. Med Health Care Philos. 2016;
doi:10.1007/s11019-016-9695-4. And Jordan, I, Schicktanz
S: Kollektive Patientenautonomie: Theorie und Praxis
eines neuen bioethischen Konzepts. Patientenautonomie:
Theoretische Grundlagen - Praktische Anwendungen.
Mentis:Miinster, 2013.

Acknowledgements
We would like to thank Isabella Jordan, who has conducted the interviews,
Elisabeth Spath for practical support.

Funding

The Volkswagen Foundation, funding the empirical research with grant no
grant no [I1/84654] and The State of Lower Saxony, Hannover, Germany, grant
no [11,762,519,917/14 (ZN3010], funding this analysis, did not have any
influence on the conduct, design, collection, analysis and writing of this study.

Availability of data and materials

The datasets analyzed during the current study are not publicly available due
to data protection laws applicable in Germany but are available from the
corresponding author on reasonable request.

Authors’ contributions

All authors have contributed substantially to the conceptualization, analysis
and writing of this paper. HG and KJ analyzed the empirical material on
which the first draft of the paper was based. SS has given critical remarks for
revision and analysis. All authors agree upon the final version for publication
and agreed to be accountable for all aspects of the work in ensuring that
questions related to the accuracy or integrity of any part of the work are
appropriately investigated and resolved.

Competing interests
The authors declare that they have no competing interests.

Consent for publication
Not applicable.

Ethics approval and consent to participate

This study is based on a secondary analysis of empirical material. For the
initial interviews, informed consent was collected and the study protocol
was approved by the Ethics Board of The University Medical Centre
Gottingen, Germany.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

Page 11 of 12

Received: 3 February 2017 Accepted: 8 June 2017
Published online: 11 July 2017

References

1. Luhmann N. Familiarity, confidence, trust. Problems and alternatives. In:
Gambetta D, editor. Trust Making and Breaking Cooperative Relations.
Oxford: Basil Blackwell; 1988. p. 94-107.

2. Baggott R, Allsop J, Jones K. Speaking for Patients and Carers. Health
Consumer Groups and the Policy Process. Houndsmills, New York: Palgrave
Macmillan; 2005.

3. Lehoux P, Daudelin G, Abelson J. The unbearable lightness of citizens within
public deliberation processes. Soc Sci Med. 2012;74(12):1843-1850. doi.org/
10.1016/j.s0cscimed.2012.02.023.

4. McCoy MS, Carniol M, Chockley K, Urwin JW, Emanuel EJ, Schmidt H.
Conflicts of Interest for Patient-Advocacy Organizations. N Engl J Med.
2017;376(9):880-5.

5. Habermas J. Between Facts and Norms. Contributions to a Discourse Theory
of Law and Democracy. Cambridge: MIT Press; 1996.

6. Epstein S. Patient Groups and Health Movements. In: Hackett E,
Amsterdamska O, Lynch M, Cambridge WJ, editors. The Handbook of
Science and Technology Studies. Cambridge: MIT Press; 2008. p. 499-39.

7. Brown P, Zavestoski S. Social Movements in Health: an Introduction. Sociol
Health llin. 2004;26(6):679-94.

8. Williamson C. The Patient Movement as an Emancipatory Movement.
Health Expect. 2008;11(2):102-12. doi:10.1111/}.1369-7625.2007.00475 X.

9. Akrich M, Nunes J, Paterson F, Rabeharisoa V. The Dynamics of Patient
Organizations in Europe. Paris: Presses de I'Ecole des mines; 2008.

10.  Hoffman B, Tomes N, Grob R, Schlesinger M. Patients as Policy Actors. A
Century of Changing Markets and Missions. Piscataway: Rutgers University
Press; 2011.

11, Kuyper JW. Systemic Representation: Democracy, Deliberation, and
Nonelectoral Representatives. Am Polit Sci Rev. 2016;110(2):308-24.
doi:10.1017/50003055416000095.

12. Williams MS. Voice, Trust and Memory. Marginalized Groups and the Failings
of Liberal Representation. Princeton: Princeton University Press; 1998.

13. Urbinati N, Warren ME: The Concept of Representation in Contemporary
Democratic Theory. Annu Rev Polit Sci. 2008;11:387-12. doi:10.1146/annurev.
polisci.11.053006.190533.

14. Wiencierz C, Rottger U. Trust in Organizations. The Significance and
Measurement of Trust in Corporate Actors. In: Blébaum B, editor. Trust and
Communication in a Digitized World Models and Concepts of Trust
Research. Cham a.o.: Springer; 2016, p. 91-111.

15. Wahlke JC, Eulau H, Buchanon W, Ferguson LC. The Legislative System.
Explorations in Legislative Behavior. New York: John Wiley and Sons; 1962.

16. Cohen JL, Arato A. Civil Society and Political Theory. Cambridge: MIT Press;
1994.

17. Saward M: Authorisation and authenticity: Representation and the
unelected. J Polit Philos. 2009;17(1):1-22. doi:10.1111/}.1467-9760.2008.00309.x.

18. Mansbridge J. Rethinking Representation. Am Polit Sci Rev. 2003;97(4):515-28.
URL: http://www jstor.org/stable/3593021.

19. Mendongca RF. Representation and Deliberation in Civil Society. Bras Political
Sci Rev. 2008;2(2):117-37.

20. Parkinson J. Legitimacy Problems in Deliberative Democracy. Polit Stud.
2003;51:180-96.

21, Eulau H, Wahlke JC, Buchanan W, Ferguson LC. The Role of the
Representative. Some Empirical Observations on the Theory of Edmund
Burke. Am Polit Sci Rev. 1959;53(3):742-56. doi: 10.2307/1951941.

22, Pitkin HF. The Concept of Representation. Berkeley a.o: University of
California Press; 1967.

23.  Mill JS. Considerations on Representative Government. In: Mill JS, editor.
Essays on Politics and Society. Toronto, Buffalo: University of Toronto Press;
1977 [1861]. p. 371-577.

24, Burke E. Mr. Burke's Speech to the Electors of Bristol, 3.11.1774. In: Burke Il
E, editor. The Works of Edmund Burke, With a Memoir, Volume 1. New York:
George Dearborn; 1834. p. 219-22.

25. McCrone DJ, Kuklinksi JH. The Delegate Theory of Representation. Am J Pol Sci.
1979,23(2):278-300. URL: http://www jstor.org/stable/2111003.

26.  Morris CW. Parliamentary Elections, Representation and the Law. Oxford/
Portland: Hart; 2012.

27. Dovi S. Political Representation. In: Zalta EN, editor. The Stanford
Encyclopedia of Philosophy. Standford: Standford University; 2014.


http://dx.doi.org/10.1007/s11019-016-9695-4
http://doi.org/10.1016/j.socscimed.2012.02.023
http://doi.org/10.1016/j.socscimed.2012.02.023
http://dx.doi.org/10.1111/j.1369-7625.2007.00475.x
http://dx.doi.org/10.1017/S0003055416000095
http://dx.doi.org/10.1146/annurev.polisci.11.053006.190533
http://dx.doi.org/10.1146/annurev.polisci.11.053006.190533
http://dx.doi.org/10.1111/j.1467-9760.2008.00309.x
http://www.jstor.org/stable/3593021
http://dx.doi.org/10.2307/1951941
http://www.jstor.org/stable/2111003

Gerhards et al. BMC Health Services Research (2017) 17:474

28.

29.

30.

31

32.

33.

34.

35.

36.

37.

38.

39.

40.

41,

42.

43.

44,

45.

46.

47.

48.

Castiglione D, Warren ME. Rethinking Democratic Representation. Eight
Theoretical Issues. In: Rethinking Democratic Representation. Vancouver:
University of British Columbia; 2006.

Handbook in Advances in Trust Research. Cheltenham/Northhampton:
Edward Elgar; 2013.

Patzelt WJ. Neuere Représentationstheorie und das Reprasentationsverstandnis
von Abgeordneten. Zeitschrift fir Politik. 1991;38:166-99.

Misztal BA. Trust in Modern Societies. The Search for the Bases of Social
Order. Cambridge a.o: Polity Press; 1996.

Easton D: A Re-Assessment of the Concept of Political Support. Br J Polit Sci.

1975;5(4):435-57. doi: 10.1017/50007123400008309.

Warren ME. Democratic Theory and Trust. In: Warren ME, editor. Democracy
and Trust. Cambridge: Cambridge University Press; 1999.

Beier K, Jordan I, Wiesemann C, Schicktanz S. Understanding Collective
Agency in Bioethics. Med Health Care Philos. 2016;19(3):411-22.
doi:10.1007/511019-016-9695-4.

Diehl P. Das Symbolische, das Imaginare und die Demokratie. Eine Theorie
politischer Reprasentation. Baden-Baden: Nomos; 2015.

Offe C. How Can We Trust Our Fellow Citizens? In: Warren ME, editor.
Democracy and trust. Cambridge: Cambridge University Press; 1999. p. 42-87.
Honneth A. Kampf um Anerkennung. Zur moralischen Grammatik sozialer
Konflikte. Frankfurt a. M: Suhrkamp; 1992.

Geissler J. Health Policy in Germany: Consumer Groups in a Corporatist
Polity. In: Lofgren H, Leew de E, Leahy M, editors. Democratizing Health
Consumer Groups in the Policy Process. Cheltenham, UK: Edward Elgar;
2011, p. 127-42.

Schicktanz S, Jordan 1. Kollektive Patientenautonomie. Theorie und Praxis
eines neuen bioethischen Konzepts. In: Wiesemann C, Simon A, editors.
Patientenautonomie Theoretische Grundlagen — Praktische Anwendungen.
Minster: Mentis; 2013. p. 287-302.

Gesetz zur Verbesserung der Rechte von Patientinnen und Patienten In:
Bundesgesetzblatt. Volume 1, Bonn. 25.02.2013. https//www.bgbl.de/xaver/
bgbl/start xav?start=9%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.
pdf%27%5D%23__bgbl__%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.
pdf%27%5D__1499149967579. Accessed 26 Mai 2017.

Horch H-D. Strukturbesonderheiten freiwilliger Vereinigungen. Analyse und
Untersuchung einer alternativen Form menschlichen Zusammenlebens.
Frankfurt a. M: Campus; 1983.

Weber RP. Basis Content Analysis. Second ed. Beverly Hills: Sage; 1990.
Norris P. Political Activism. New Challenges, New Opportunities. In: Boix C,
Stokes SC, editors. The Oxford Handbook of Comparative Politics. Oxford:
Oxford University Press; 2007.

Bernstein M, Taylor V: Identity Politics. In: The Wiley-Blackwell Encyclopedia
of Social and Political Movements. Blackwell Publishing Ltd; 2013.
Crenshaw K. Mapping the Margins: Intersectionality, Identity Politics, and
Violence against Women of Color. Stanford Law Rev. 1991;43(6):1241-99.
Fricker M. Epistemic Justice as a Condition of Political Freedom? Synthese.
2013;190:1317.32. URL: http://www jstor.org/stable/1229039.

Martyn SR. Substituted Judgment, Best Interests, and the Need for Best Respect.
Camb Q Healthc Ethics. 1994;3(2):195-208. doi: 10.1017/50963180100004928.
Gemeinsamer Bundesausschuss: The Federal Joint Committee: Who we are
and what we do. https;//patientenvertretung.g-ba.de/. Accessed 26 Mai 2016.

Page 12 of 12

Submit your next manuscript to BioMed Central
and we will help you at every step:

* We accept pre-submission inquiries

e Our selector tool helps you to find the most relevant journal

* We provide round the clock customer support

e Convenient online submission

e Thorough peer review

e Inclusion in PubMed and all major indexing services

e Maximum visibility for your research

Submit your manuscript at

www.biomedcentral.com/submit () BiolMed Central



http://dx.doi.org/10.1017/S0007123400008309
http://dx.doi.org/10.1007/s11019-016-9695-4
https://www.bgbl.de/xaver/bgbl/start.xav?start=%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.pdf%27%5D%23__bgbl__%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.pdf%27%5D__1499149967579
https://www.bgbl.de/xaver/bgbl/start.xav?start=%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.pdf%27%5D%23__bgbl__%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.pdf%27%5D__1499149967579
https://www.bgbl.de/xaver/bgbl/start.xav?start=%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.pdf%27%5D%23__bgbl__%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.pdf%27%5D__1499149967579
https://www.bgbl.de/xaver/bgbl/start.xav?start=%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.pdf%27%5D%23__bgbl__%2F%2F*%5B%40attr_id%3D%27bgbl113s0277.pdf%27%5D__1499149967579
http://www.jstor.org/stable/1229039
http://dx.doi.org/10.1017/S0963180100004928
https://patientenvertretung.g-ba.de/

	Abstract
	Background
	Methods
	Results
	Conclusions

	Background
	Theoretical considerations of the two key concepts: representation and trust
	Representation

	Trust

	Methods
	Results
	Representation in relation to trust
	Challenges for maintaining trust in representation relationships

	Discussion
	Conclusions
	The focus of this paper is on the self-perception of the representatives, rather than on the perception of these representatives by other actors in the political arena.
	Acknowledgements
	Funding
	Availability of data and materials
	Authors’ contributions
	Competing interests
	Consent for publication
	Ethics approval and consent to participate
	Publisher’s Note
	References

