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Abstract
Over the last two decades, the inclusion of patient voices and public values in the field 
of health care through deliberation has become increasingly emphasized, by patients as 
well as policy-makers. This is achieved not only through individual patient participation 
but also through patient interest organizations. Geographical representation within 
national interest organizations is especially important in a decentralized, multilevel 
policy field such as Swedish health care, allowing representation from all regions to be 
present in national advocacy. Using Pitkin’s conceptualization of political representation, 
this study aims to characterize the shaping of representation among Swedish federative 
patient organizations, in a time of professionalization and centralization of civil society. 
The results show that patient organization representation has functioning mechanisms 
for all studied aspects of representation; however, the nature of the substantive 
representation seems to contain a challenge from a democratic perspective. This leads 
us to a discussion about management, rooted in democratic ideals but simultaneously 
strongly characterized by more managerial ideals, and the contradiction of democracy 
and actionable management.
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Introduction

Historically, representational democracy has been criticized for lacking a more pluralis-
tic, responsive conversation to increase the presence of voices of those concerned with a 
specific policy area (Alonso et al., 2011; Amnå, 2006). The relationship between democ-
racy and representation has even been expressed in terms of a paradox, emphasizing that 
institutions of representation contain the exclusion of voices just as much as the inclu-
sion of voices (Disch, 2012; Pitkin, 2004). In the policy area of health care, the inclusion 
of voices and values of the public through deliberation has increasingly become empha-
sized, for example, in the United Kingdom, the Netherlands, Belgium, and Austria 
(Cleemput et al., 2015; Haarmann, 2018; Martin, 2008; Tritter, 2009). This representa-
tion does, however, entail challenges as well, and critics question, for instance, the selec-
tion of representatives and the representativeness of an individual patient (Torjesen et al., 
2017). Much of the recent research on patient representation has been concerned with the 
individual patients, often within the discourse on patient public involvement (Ocloo and 
Matthews, 2016). This study, however, focus on collective patient representation, a per-
spective that has been given relatively little attention.

Collective patient participation, for example, in patient organizations (POs), has 
good preconditions for representativeness, due to POs’ internal democratic structure. 
Notwithstanding, POs across countries will evolve separately by responding to the spe-
cific internal needs, structures, and policy of its country. For instance, studies on 
European POs identify variation in whether the POs focus on service or advocacy and 
whether they focus their voice toward the provision level (e.g. the Netherlands and the 
United Kingdom) or the policy level (e.g. Germany and Sweden) (Baggott and Forster, 
2008; Haarmann, 2018). Yet, POs across Europe also experience common challenges, 
for instance, the negative impact on credibility by the professionalization of the sector 
that can disconnect it from its members and threaten its representativeness (European 
Patients Forum, 2017). The challenges of the conflict between the local patient and the 
increasingly centralized and professionalized representation remain across borders 
(European Patients Forum, 2017; Haarmann, 2018). In Sweden, which constitutes the 
illustrative example here, POs are rooted in a corporatist system where interest organiza-
tions traditionally have been invited to decision-making and where they both function as 
a voice for their members and a legitimizer for decision makers (Eriksson, 2018). The 
established POs in Sweden are institutionally homogeneous, typically consisting of a 
national council that represents, coordinates, and manages several local branches. The 
combination of the local foundation and a national level with an office of professional 
staff has created organizations with legitimacy and a strong, unified voice toward the 
national political leaders.

Responding to the specific institutional setting of Sweden, the federative structure of 
POs reflects the Swedish political system with municipal, regional, and national govern-
ments. Recently, however, many organizations with ambitions of political influence are 
losing local members and engagement, leaving the central offices comparatively more 
resourceful. Although the pursuit of interest politics toward national policy-makers is 
important in influencing the broader policy goals, it is conceivable that this structure 
with centralized resources hinders POs’ impact on policy fields managed by local and 
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regional governments, for example, health care managed by 21 regions. National policy 
goals are, according to the principle of municipal independence, interpreted differently 
and locally adapted across the Swedish regions. Due to this specific setting, Sweden 
could be argued to have strong possibilities to overcome the above-mentioned tension 
between the local patients with increasingly decentralized power through reforms to 
increase the individual autonomy and empowerment (Peckham et al., 2008) and the par-
allel centralization of patient power within the POs. This makes Sweden an interesting 
case to study for all scholars of patient representation.

Looking beyond the Swedish case, and more generally to POs operating in multilevel 
health-care systems, these might face a series of potential challenges of representation. 
For instance, the advocacy initiatives run the risk of becoming inefficient if they are not 
directed toward the decision makers with direct power of implementation. Furthermore, 
the advocacy work may be carried out by representatives further away than necessary 
from the organizations’ members and their specific local or regional context. In shaping 
policy for a decentralized health-care system, therefore, geographical representation of 
the voices included in the conversation becomes important.

In the type of organizations characterizing Swedish POs, the democratic ambition 
legitimizes the entire organization and its role in the political dialogue, nationally as well 
as regionally. In practice, however, the value of an actionable management is likely chal-
lenging these democratic ideals (Einarsson, 2011). Professionalization, mission drift, and 
distance between the represented and the representative are becoming a recurrent theme 
in the civil society literature, as well as a challenge to POs. Applying these organizational 
perspectives to the question of patient representation, questions arise regarding the legiti-
macy of the national patient representatives.

This study departs from the tension between the represented patient, which will 
always be local in character and largely uses health services locally, and the tendency to 
professionalize and thereby centralize the influence and voice of the representatives. 
Given these challenges, this qualitative analysis of PO representation aims to deepen the 
understanding of the nature of this representation and how it is shaped in relation to mul-
tilevel governance in health-care systems through the perspective of the representatives 
themselves. Analyzing 23 interviews with representatives from POs from local, regional, 
and national levels, we use theories of political representation to characterize how repre-
sentatives experience both the shaping and the nature of representation in three well-
established POs. The institutional arrangements, characteristics of representatives, and 
the interconnections between these two aspects are at the center of this study.

Corporatism in a decentralized health-care system

Health care in Sweden is governed and provided by 21 regions. These regions are led by 
regional politicians, democratically elected every 4 years, and they control a large part of 
the health-care budget, 75 percent of which is financed by regional taxes. Although the 
regions are obliged to act under the national Health and Medical Services Act, and the 
national government may control their decisions by different kinds of soft regulation as 
well, in principle, health-care policy is largely shaped and implemented by the regions, 
and access to drugs, treatments, and medical devices differs from one region to another.
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A common way of including the public is inviting patient representatives (often from 
POs) to committees and dialogue meetings. This way of including interest groups in the 
policy process is institutionalized in Sweden, as opposed to more pluralist countries, for 
example, the United States (Trägårdh, 2010). Since the successes of the popular move-
ments in the 20th century, Sweden has applied a corporatist, consensus-based approach 
to policy making. Accordingly, POs have mainly been in dialogue with politicians rather 
than the health-care professionals (Haarmann, 2018; Werkö Söderholm, 2008), in con-
trast to countries such as the Netherlands and the United Kingdom. However, recently, 
the corporatist traditions have said to be on decline in the Nordic countries, partly because 
a corporatist relationship presupposes a mutual exchange where both parties are strong, 
influential, and stable. This could be questioned in an increasingly pluralist society, 
encouraging smaller initiatives rather than strong mobilized movements (Öberg, 2015; 
Rommetvedt, 2017). However, a recent study shows that the decline in corporatism is not 
particularly noticeable in the work of local and regional POs, and path dependency is an 
important factor in maintaining the corporatist structures (Mankell and Fredriksson, 
2020).

While some of the oldest POs originate from the turn of the 19th century, the bulk of 
the sector was formed during the patient movement in the mid-20th century. The organi-
zations operate at three levels, serving different purposes. At the local level, the focus of 
POs is mainly on social aspects for members, and being a support in patients’ interactions 
with health care, insurance companies, or employers (Swedish Agency for Health and 
Care Services Analysis, 2015; Werkö Söderholm, 2008). At a regional level, more focus 
is put on advocacy work aimed toward the regional governments and health-care provid-
ers. At the national level, there is usually an office with employees handling issues con-
cerning administration and advocacy. Managing the national office is a board of elected 
delegates that shapes goals and strategies for the organization. Although POs do have a 
social and supportive role as well, this study focuses specifically on the organizations’ 
role as a representative for a patient group in the development of health-care policy 
locally, regionally, and at the national level.

Patient participation as political representation

Departing from political representation theory, we built our analytical framework on 
Hannah Pitkin’s dimensions of representation, which have been widely acknowledged 
and developed by scholars and are still highly visible in contemporary theories on politi-
cal representation (Andeweg and Thomassen, 2005; Mansbridge, 2003; Rehfeld, 2006). 
This theoretical framework has previously been used in research on patient representa-
tion in the Netherlands (Van De Bovenkamp and Vollaard, 2018a, 2018b). Furthermore, 
claims of representativeness within health-care participation have been problematized by 
Martin (2008), although not using Pitkin’s concepts specifically. Martin emphasizes the 
value of patient experience and involvement as such, even though representative claims, 
or authenticity, may be weak in cases where patient involvement is to a large extent cen-
tered on individual patients rather than democratically governed organizations. However, 
we do not see democratic representation and actual patient experience as opposing sides 
of patient involvement.
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Formally legitimizing the patient representative: accountability and 
authorization

Hannah Pitkin discussed accountability and authorization as two sides to formal repre-
sentation. An important distinction between the two concepts is their temporal differ-
ence, accountability being retrospective, and authorization mainly a procedure based on 
prospective judgments (Andeweg and Thomassen, 2005). These concepts are often dis-
cussed together as examples of legitimization of representatives in a more formalized 
group like an organization.

Accountability is always related to power relations, where stakeholders or, in this 
case, members are holding their representatives to account and preserving the rights to 
instruct them (Mulgan, 1997). In this article, we focus on the accountability of the 
national PO representatives toward the local members and branches, through certain 
mechanisms such as audits or performance indicators, if available. Typical examples of 
enhancing accountability are transparency in publishing minutes, producing financial 
reports, and establishing channels of communication such as newsletters (Van De 
Bovenkamp and Vollaard, 2018a). An important part of accountability is the degree of 
responsiveness, that is, the extent to which the representative adjusts to changes of condi-
tions or values among the organization’s members. Accountability, which is in this study 
operationalized as the autonomy and transparency of the national and local/regional 
boards, respectively, becomes particularly important in the relationship between the lev-
els—the trust between them and the tolerance and managing of criticism from local to 
national levels.

Authorization, however, refers to the procedures by which members select a repre-
sentative (Urbinati and Warren, 2008). Important aspects are the audience (the repre-
sented), the ones making the selection, and the decision rules. An important point is that 
the authorization will be legitimate if the members accept the representation, whether or 
not the situation is actually representative. Undemocratic representation may still be 
legitimate, and this calls for more substantive ways to ensure fair representation than 
what can be included in the formal procedures for accountability and authorization 
(Rehfeld, 2006). In this study, authorization is mainly operationalized in a discussion on 
the work of nominating committees and routines around elections.

Standing for patients: symbolic and descriptive representation

Symbolic representation is exemplified in the literature with the ceremonial, ritual func-
tion of a leader, like monarchs in the modern era. Although, naturally, strong leaders exist 
among the POs, there is no tradition of symbolic representation in this context, which is 
why this aspect will not be further developed in our study. The descriptive representa-
tion, however, is central in the thinking of representation in POs. Although the focus is 
usually on letting different voices representing different groups in society come forward; 
in our case, however, we discuss the coherence between people at the top positions in the 
PO and those they represent.

The natural advantage of a descriptive representation is the legitimization for disad-
vantaged groups, such as women, immigrants, disabled, or lesbian, gay, bisexual, and 
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transgender (LGBT) persons (Haider-Markel, 2007; Mansbridge, 1999; Williams, 1998). 
In POs, the representatives of the patient groups are usually either patients themselves or 
next of kin. However, the descriptive quality is not a dichotomy. For instance, represen-
tation should include both the severely ill and those with a more manageable condition 
(Raz et al., 2018). The position that inclusion of some voices necessarily leads to the 
exclusion of others stresses the importance of recognizing the diversity among the repre-
sented. Their representative cannot possibly be a legitimate representative for each indi-
vidual in the group, which may lead to overrepresentation of some privileged groups 
among the members (Dovi, 2009; Young, 1986). In our study, the geographical variations 
become the main factor in the descriptive representation. The question is whether the 
initiatives of the POs are adjusted to the substantial variations within Swedish health care 
and whether all regions are well represented in their work.

Acting for patients: substantive representation

The interpretation of representation as a reflection of the constituency is so easily grasped 
that other, sometimes more relevant, aspects of representation are kept in the shadow 
(Pitkin, 1967). One of them is substantive representation, that is, representing through 
actions. Despite a descriptive similarity, the representative still may have a different 
agenda than the represented. Accountability and authorization are ways to get around 
this problem. Another way is to evaluate the actual work of the patient representative. 
This is what Pitkin called “acting for” the represented, as opposed to descriptive and 
symbolic representation, that is, passively “standing for” the represented (Pitkin, 1967). 
We need to see the actual activity of the representative, as a way of evaluating the quality 
of representation (Rehfeld, 2017). In this study, this aspect of representation refers to the 
nature and degree of actions of the representatives, at different levels, as well as what 
they feel they achieve and what preconditions they have for accomplishing substantive 
change. With Pitkin’s different perspectives of the concept of representation, we hope to 
be able to identify which aspects of representation are stronger and which are weaker at 
the local and national levels, thereby characterizing representation within POs.

Method

This research uses interviews with respondents from three regions and the central office 
of three large and well-established POs in Sweden. The chosen POs were the Swedish 
Heart and Lung Association (SHLA, founded in 1939), the Swedish Diabetes Association 
(SDA, founded in 1943), and the Swedish Psoriasis Association (SPA, founded in 1963). 
These organizations were chosen based on the case selection logic of the typical case, as 
they, with their long histories and large membership bases, exemplify how representation 
works for a large group of patients (Gerring and Cojocaru, 2016). All three associations 
were formed and developed during the corporative system that dominated the 20th cen-
tury in Sweden, and they have local representation in all Swedish regions as well as a 
central office in the capital of Stockholm, with professional staff. None of these associa-
tions have employed staff at the local or regional levels.
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A total of 23 interviews were made with local, regional, and national representatives. 
Representing the local branches, 17 interviews were made with the ambition to engage 
two respondents in each organization in each region (one representative from the regional 
board and one other local board member). In one region, however, we only managed to 
get one interview with the SPA branch. As a selection criteria when contacting potential 
respondents, we prioritized board members with a long and active engagement. In addi-
tion to these local interviews, six interviews were made at the national level (two per 
organization)—one representative from the national board, typically the chair of the 
board, and one representative from the staff at the national office, either a manager or 
staff member responsible for interest politics. Respondents were contacted both through 
an informative letter and by telephone, and an informed consent was given either in writ-
ing or verbally. Since the interviews included no questions gathering sensitive personal 
data (i.e. race, ethnicity, political views, religion, membership in union, health or sexual 
practice, or identity), no ethics approval was needed according to Swedish law.

The interviews were semi-structured and lasted approximately 1 hour. The aim was to 
have physical meetings with all respondents, but telephone interviews were conducted in 
eight cases due to geographical distance. The local interviews were conducted between 
fall 2016 and spring 2017. The national-level interviews were conducted in the summer 
of 2018. Local respondents were asked general questions of their activities, routines, and 
organizational structure; their relation to the national board and office; and how they 
perceived their role as actors in health-care politics. National respondents were asked 
similar questions, but with focus on their relationship with local branches, routines for 
transparency and election procedures, and direct questions regarding their experiences of 
representation. Through the respondents, we hoped to gain insight from each level 
regarding relationships between levels as well as everyday challenges in interest politics 
and representing patients.

All interviews were recorded and transcribed. Using a deductive content analysis 
(Hsieh and Shannon, 2005), based on the concepts of representation as described by Pitkin 
(1967), all transcripts were broken down into meaning units, which were then categorized 
in accordance with our theoretical framework, through the categories “formal representa-
tion,” “descriptive representation,” and “substantive representation.” These are the cate-
gories from which we construct the next section, presenting our findings.

Findings

This section explores the formal, descriptive, and substantive representation, in the stud-
ied organizations. Although discussed separately, these aspects of representation are 
tightly interconnected and therefore difficult to separate completely. The results are dis-
cussed in relation to three different units of the organization: the local branches (includ-
ing regional representatives), the national board, and the national office.

Legitimizing the representatives: accountability and authorization

Signs of accountability mechanisms. The respondents gave no apparent indications that the 
national management knowingly tried to control the regional and local branches. 
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In contrast, all respondents at the national level emphasized that they actively tried to 
counter a sense that the national office was perceived as unattainable for local and 
regional branches. One such counter mechanism in two of the organizations is a “regional 
mentorship” in the national board. Every elected board member act as a contact person 
for the local branches of at least one region. Two of the three POs have regular phone 
conferences with all local branches in the country to strengthen communication. Finally, 
all national representatives in the interviews emphasized that when initiating new pro-
jects and establishing what interest politics to pursue, these projects need to be anchored 
in the local branches at the federative conferences. Both local and national representa-
tives shared the view that the national council would not bypass the regional board if 
contacting regional health-care decision makers.

Although we found an awareness among the national representatives of accountabil-
ity issues, the respondents from the local and regional branches seldom mentioned this. 
Even though the importance of anchoring initiatives, projects, and new policies with the 
local/regional branches was emphasized, when asking them for practice examples, we 
noticed other tendencies. According to the respondents, the political agenda of the organ-
izations develops to some extent internally from the experiences of members that are 
aggregated; but the agenda also to a large extent developed through public debate and 
close monitoring of developments in both medicine and society. This political agenda is 
spread downward in the organization through newsletters, conferences, and strategic 
plans. The campaigns from the national level, are, however, not seen as obligatory to take 
on, which indicates some flexibility and responsiveness from the national office toward 
the local branches. This process was described both by local/regional and national 
respondents.

In terms of feedback, national representatives mentioned that they do not get much 
response from their local branches, and local representatives similarly did not speak of 
accountability toward the national board. National representatives referred to member 
surveys that are performed regularly or semi-regularly, as a feedback channel. There were 
no signs, in any interview, that the causes initiated at the national level had been disagreed 
upon by the local branches. One respondent at the national level explained this:

In order to secure involvement we have been working with broad issues that many can identify 
with. . . . We have now a campaign on person-centered care. I feel that many members can 
identify with that. Nobody is saying no. It’s great the way it is.

Evidently, there is an infrastructure and a desire for accountability between local and 
national levels, both by formal structures and by a more discursive, deliberative process. 
The issue arises, however: can there be accountability with a passive constituency? 
Whether creating accountability mechanisms is enough requires a definition in the line 
of passive accountability, as opposed to active accountability (see Wille, 2010).

The nature of authorization: Election procedures. Elections of new board members and other 
positions are important for the legitimacy of the representatives. Therefore, we specifi-
cally studied the proceedings involving the nominating committee. These committees 
play an important role in building the representation in the boards, in particular, at the 
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national level, where the number of possible candidates is larger. The situation in the local 
branches concerning elections is very different, and a recurrent story in the interviews was 
that the respondents (members of the local branches) were elected to the board or even 
chair of the board at their first meeting. One respondent described his first encounter with 
the local branch like this:

2006–2007, that’s when I went to my first annual meeting. And it’s the house next to this one, 
top floor, a big room. I come in, look around, there are a few people in a semicircle there. Ok, 
I think, that must be the chair of the board, the treasurer and the secretary, alright, there was no 
one else. So I had no choice but to sit down and look stupid, and then I was elected to the board.

From an authorization perspective, these local elections become problematic, as the 
competition between potential representatives is nonexistent and the voting constituency 
at the meetings is very small. The flaws of the local authorization process could suggest 
that this perspective on representation is better at the national level.

The nomination committees for the national elections are elected at the federative 
conferences and are selected from various parts of the country. At the national level, two 
out of three organizations indicated previous problems with their nomination commit-
tees. The problem in these cases seems to have been that the committee did not realize 
the importance of its responsibility and furthermore did not always inform the nominated 
candidates of the true nature of the work as a national board member. An example of a 
consequence of this is that board members without enough experience or motivation 
have been elected to high positions in the national board. Both SPA and SHLA have since 
made an effort regarding information and education to the nominating committee, about 
its important democratic function. These problems suggests that the decision rule is not 
completely clear and agreed on in the organizations and that the efforts are made to make 
it clearer to the selection agent, that is, the nomination committee (Rehfeld, 2006).

The election itself takes place at the federative conference, which the organizations 
organize every 3 years. Present at these meetings are the national boards and the staff 
from the office, who typically have no voting rights. The constituency consists of repre-
sentatives from the local branches. In the statutes of all three organizations, we found 
regulations regarding the invited constituency that guarantee geographical reflection. 
The voting assembly is also structured to represent the member organizations and the 
larger local branches have more votes. Consequently, we found the authorization process 
to have a formal structure that enables a geographically descriptive representation.

Describing the representatives: a grassroots reflection or an elite?

In the interviews, several factors came up that the nomination committee should consider 
when suggesting candidates for the national board. SHLA wishes that half of the candi-
dates should have experienced heart- and lung-related diseases. The SHLA does wish for 
a geographical spread, though, something that in SPA supposedly happens naturally, as 
different regions nominate and vote for candidates from their own area. One respondent 
from SDA, however, expressed that the geographical aspect should be toned down, as 
focus should rather be on working for equal care for diabetics over the country. For both 
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SHLA and SPA, respondents suggested that competences and expertise become impor-
tant in the nominations for joining the national board, especially experiences of leader-
ship and management. For SPA, however, the organization finds both practical and moral 
challenges in formulating specific criteria for those nominated:

We were discussing last week if we were to create a requirements list, but that is always a 
delicate issue. The criterion is to have time; we are responsible for the staff and two large funds. 
These are no small things for a layman. So, you need to make that clear to people, without 
scaring them off.

Besides characterizing the actual attributes of the representatives, the interviews 
aimed to establish whether there is a coherence between local and national representa-
tives in their motives to engage. The respondents’ answers showed a clear difference 
between national-level and local-level representatives. A majority of the local respond-
ents explained that they needed more information of the diagnosis and wanted to meet 
people in the same situation. Few mentioned the wish to change the conditions for the 
patient group at this local level. This aspect seemed more important at the national level.

Associational life as a way of living for some people was often brought up as a rea-
son for engaging, for both local and national respondents. The illness itself seemed to 
have a low prioritization for these representatives. Extensive experiences from associa-
tional life were seen as an important resource for the board representatives, especially 
for the higher positions. These statements were also reasserted in regard to their careers, 
as these individuals have long professional experience of management and leadership 
within civil society organizations (CSOs). Thus, we find, rather expectedly, that national 
representatives seem to have a stronger will to change policy and are more experienced 
in management.

Experience of representation among staff. We now turn to other actors whom we call none-
lected representatives. The most important nonelected actors are the staff at the national 
offices. The staff in the three POs investigated here is concentrated in the capital of 
Stockholm, since it is the political and administrative center. In the interviews, respond-
ents did not generally speak of benefits from having staff from different regions. Instead, 
all three organizations responded that professional competences were valued higher than 
experiences of the condition and related treatments, and it was uncommon that staff 
suffered from the conditions. An ambiguity was expressed among the respondents 
regarding the advantages and disadvantages of staff members having such an experience. 
One respondent, being one of the few staff members with the experience of the disease 
described how she thought of representativeness:

Of course there are both pros and cons having the condition you work with. But the trick is to 
try to separate your own experiences in each issue. It’s not easy, but one can also use one’s 
experiences. I may know where to look for answers to questions, so to me it’s a strength.

Another respondent without personal experience of the disease described how such 
experiences can be both good and bad:
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I feel that I represent them because I work for them. But at the same time, it’s important to be 
clear that I am employed. There is a big difference between the board and the staff. But I also 
think it’s important that staff can be representatives based on the experience we get from our 
members. The same way that the staff acts in the general interest, the board must also represent 
in a general way. Nobody should represent themselves.

Another respondent from the staff of one of the organizations felt that staff should not 
be representing the organization and emphasized that she always wishes to have some-
one from the board beside her when she attends events or important meetings. She admit-
ted that she sometimes feels a lack of legitimacy due to her lack of experience of the 
disease.

In sum, staffs were mainly characterized by professionalism and generally lacked 
experiences reflecting the members—both in experiences of health care and living with 
the condition. The important role of the staff at the national office should not be dis-
missed when speaking of representation, since they play an important role, for instance, 
in shaping strategies and advocacy campaigns. However, respondents varied in express-
ing the degree to which they are considered representatives.

Acting for the represented: What and where?

The actions of the national organizations are mostly directed to the government, the par-
liament, different authorities, and the public. The respondents from the national organi-
zations described how they are invited to the social committee in the parliament, for 
instance, and are asked to comment on new policy reforms. A typical example of how 
POs work at the national level to overcome differences between regions is as partners in 
developing national guidelines issued by the National Board of Health and Welfare. The 
respondents also described how the POs are active in developing their own checklists 
and guidelines for professionals. For instance, SHLA has developed nurse-led educa-
tional sessions for patients in how to live an active life with chronic heart and lung dis-
eases, as well as checklists for discharging patients that the organization is distributing to 
hospitals across the country. Important to note, however, is that it is the nonelected staff 
who are doing most of the acting, although within general limits set by the board.

Since the power of the national government and parliament is limited in the area of 
health care, most of the above-mentioned initiatives are only to develop recommendations 
and guidelines for hospital staff and regions. It is up to the local and regional PO branches 
to follow up and pressure the hospitals and regions to implement them. Another way of 
implementing the recommended initiatives of the national offices while also adapting to 
local conditions is to approach the different challenges in specific regions, such as the 
shutdown of local clinics or access to medical devices, and to act against these. Interviews 
with representatives from all three levels showed, however, that the advocacy initiatives 
at the regional level often are few, weak, and inefficient. Several local representatives 
were unhappy with their own work and wished they could be more politically active. 
Common reasons were membership loss, lack of engagement, and lack of energy. Of the 
17 interviews with local representatives, only one respondent did not bring up member-
ship loss and lack of engagement as a serious challenge. This is well acknowledged also 
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in the national councils in all three organizations, and to varying degrees, steps are being 
taken to approach the problem. SPA has taken concrete steps toward strengthening the 
regional branches, in creating a specific forum for neighboring regions. The thought is to 
encourage the regional branches to meet and learn from each other, initially with coordi-
nation from the national council. Similarly, a national representative from the SDA stated 
that it might become relevant to strengthen channels between regional branches and the 
national council, although emphasizing the importance of not doing the regional branches’ 
work for them. SPA has started to discuss a reform in its grant structure, to enable the 
regional branches to apply for financial support. In SHLA, the understanding of the chal-
lenges to face the local and regional branches led the national representatives to reflect on 
the viability of the current organizational structure:

I would have wished that the regional branches to a larger extent had had the opportunity to act 
themselves. Without our help. But I think it’s clear, given the circumstances, that we need to 
help more.

A sense of being stuck in a form that no longer fits the present conditions for voluntary 
engagement was expressed by both SHLA and SPA representatives at the national level. 
For SPA, these thoughts were stated more concretely in that the traditional formalities of 
associational structures—annual meetings, obligatory positions for board members, and 
regular board meetings with minutes—constitute an administrative obstacle for the work 
they really want to do. Instead, they suggested a more modern way of organizing in net-
works and social forums, creating dynamic working groups rather than static formal boards. 
What keeps them in the traditional structure, according to the interviews with the national 
council of SPA, are the criteria for government grants. These are partly built on the number 
of local branches. For this reason, local branches have a perhaps inappropriately large 
financial weight, which has led to a recent overview of the grant system by the government. 
A national respondent from one organization described the frustration with this:

We get a little tied up. I shouldn’t exaggerate—there’s an important democratic aspect with the 
local branches of course. So I don’t mean it like that but sometimes, of course, we’d like to 
work in a more modern way. . . . This model doesn’t feel like 2018.

We saw how respondents emphasized the importance of the regional branches’ activi-
ties in health-care politics, while discussing how to strengthen them and even do more of 
the work themselves. This was not, we should say, a completely unison picture. Some of 
the respondents were more prone to changing the system completely, while others 
expressed it more like “tuning the system.” Nevertheless, some sort of change seems to 
be coming in the relationship between the local and the national levels, in order for them 
to keep acting for the represented.

Conclusion

This study set out to contribute to the knowledge of patient representation by further 
investigating challenges occurring within collective patient participation, which is often 
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channeled through POs. Pitkin’s multifaceted conceptualization of representation helped 
us identify different aspects and challenges of political representation within POs with 
local and regional representatives as well as national ones.

Regarding formal representation, we identify a challenge among this kind of organi-
zation in that mechanisms for delegation of power from members to representatives may 
not always be used sufficiently and appropriately, despite that they formally seem to be 
in place. The lack of feedback from local and regional representatives to national repre-
sentatives may be a sign of local and regional branches being content with the national 
representatives, but it may also indicate a lack of initiative and resources at the local 
level. This local passivity may undercut the legitimacy and accountability of the national 
representatives, as a lack of initiative could enable an unquestioned, top-down manage-
ment. As for authorization processes, our findings point to the presence of and respect 
toward mechanisms and routines for legitimization of the chosen candidates in place at 
the national level. In our studied organizations, actions have been taken to clarify the role 
of the committees nominating candidates to the national boards. The construction of the 
electorate at the federative conferences also takes in the factor of geographical represen-
tation, ensuring that this is considered when electing new representatives. However, we 
see an important challenge with the same mechanisms at the local level where the author-
ization processes are ad hoc and the electorate minimal.

To establish whether there is a coherence between the organizations’ members, local 
representatives, and national representatives, we analyzed the descriptive representation. 
The geographical representation seems rather sufficient, for the reasons discussed in 
relation to authorization. Our findings suggest, however, that there is a strong difference 
in motivation between POs local and national representatives. The study shows that there 
is a stronger desire to influence health-care policy among the national representatives, 
while the local representatives rather focus on social activities. However, a common trait 
among our respondents is the recurrent depiction of themselves and their coworkers as 
“association people.” The fact that the cause (i.e. the condition) rarely is described as 
central to their driving force, at either level, may cause one to question the loyalty to the 
cause among representatives in general. However, we cannot make such judgments from 
our interviews. Furthermore, our study shows clear signs of professionalization (which 
has also been pointed out as a challenge among European POs), and its potential negative 
impact on representation, partly due to the central placement of the employed staff in the 
capital and partly due to their lack of experience of the conditions. This could be easily 
dismissed if there were agreements to not view them as representatives, but since this is 
not the case, the staff should not be forgotten in discussions on representation. 
Nevertheless, we do not know whether this lack of experience actually bothers the 
represented.

Not least when considering the substantive aspect of representation, our study clearly 
shows that PO staff plays an important role, as those individuals more than anyone 
express representation through actions. The national board, together with its staff, is 
actively aiming toward national policy-makers, but in a multilevel health-care system, 
these are limited to provide general policy recommendations. Instead, it is the activities 
of regional branches that could influence the implementation of those recommendations. 
In the Swedish case, the local and regional branches without staff resources suffer from 
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a lack of engagement. Despite their lack of substantive representation, the rest of the 
organization sees them as important actors in regional health-care policy making, creat-
ing an imbalance in the substantive representation.

Although challenges can be found to different extents in each dimension, it is in the 
substantive representation, through the actions of the POs, that we find the most obvious 
challenge. The combination of the lack of local initiatives and the dominance of activi-
ties performed by nonelected staff implies that these actions may not be preceded by 
internal democratic institutions and processes. When relating the important substantive 
dimension of representation to the descriptive dimension, it becomes clear that represen-
tation is severely lacking in the geographical dimension as well as in experience of the 
condition. It is not enough to only have substantial representation at the national level, as 
several of the specific regional challenges and preconditions may be overlooked. The 
combination and balance of formal mechanisms and sufficient descriptive representa-
tion, together with this substantive representation, is essential for legitimate management 
of the PO. As we identify these challenges of professionalization and weak local repre-
sentation in the Swedish case, despite beneficial circumstances such as a culture of 
regional and national corporatism and a strong tradition of democratically structured 
interest organizations, we find it likely that similar problems with representation occur 
within POs in other countries as well. This is particularly relevant in countries with a 
decentralized health-care system where the regional representation becomes important 
for the POs to reach policy-makers.

Our findings make up a typical example of the struggle between an actionable man-
agement and democratic anchorage. This conflict is well discussed in the literature and 
can be referred to as the contradictory triad of goals in a democratic order: efficiency, 
accountability, and democracy. Elster related this to the contradiction of act and rule 
utilitarianism (Elster and Slagstad, 1988). A similar conflict between democracy and 
management has been well discussed in the civil society literature (Einarsson, 2011; 
Hvenmark, 2008). Applying the theoretical framework of representation to these con-
flicting ideals, formal and descriptive representation relates to democratic ideals, while 
substantive representation is related to the ideals of an actionable management. In line 
with Martin (2008), we see the need to combine democratic representativeness with 
actual activities (substantive representation), in our case mainly carried out by national 
PO staff. What is often missing among the professional staff is what Martin calls the lay 
expertise, that is, the actual patient experience. For this reason, individual patient partici-
pators may compensate their lack of descriptive representativeness with their actual 
patient experience. This study contributes to the discussion on the conflict between 
democracy and efficiency by presenting it through the conceptual framework of repre-
sentation, thereby relating it to the ongoing discussion on representation challenges of 
patient involvement.

Ideally, the combination of federative interest organizations and decentralized health 
care would be a good fit, having representation active on all relevant government levels. 
But apparently, in the cases studied here, the average interest organization is not as fed-
erative as it appears, having a strong central office and weaker local branches. Along 
with this centralization of civil society, welfare literature has identified indications of a 
“recentralization” in the Nordic countries, with increases of national regulations, and 
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“soft rules” such as recommendations with financial incentives (Fredriksson, 2012; 
Saltman et al., 2007). If the POs’ centralization is a rational adaptation to current power 
structures and not a sign of local weakness, these results show that civil society actors 
also are part of this recentralization process. Possibly we are currently in a transitional 
phase, where welfare policy fields as well as their respective interest organizations will 
become increasingly centralized, while the ideal of the local democratic representation 
still exists.

Both individual and collective patient participation have received criticism, not just in 
the Swedish case, regarding selection criteria and the participants’ representativeness of 
the larger group. This study contributes to the field by shedding light on the importance 
of representation and the mechanisms behind it, in a time when individual-level partici-
pation in health-care policy, with its questionable selection criteria, is gaining ground.
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