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ABSTRACT

Background: User organizations for people with disabilities in Norway work for social equality and participation, and quality
of health services for people with disabilities, chronic illnesses and reduced functional capacity. Consideration of the experi-
ences from user representatives is necessary when determining the quality and appropriateness of the rehabilitation services.
Rehabilitation services constitute the provision and delivery of intangible products to maintain or improve functioning in
individual patients or patient groups. Rehabilitation services can be characterized at the policy (macro), organizational (meso)
and individual (micro) levels.

Objectives: To explore user representatives’ perspectives on rehabilitation service provision and organization and how they
experience the influence they exert.

Methods: Focus group interviews with 14 representatives nominated from 11 user organizations in Norway conducted in 2021.
Two online focus groups using a semi-structured interview guide were conducted. Data analysis was performed according to
Braun and Clarke's thematic data analysis.

Results: Six core themes were developed when analyzing the participants’ experiences and opinions regarding rehabilitation
services. The themes were inter-connected and addressed perspectives on Access to services, Integration of care, Rehabilitation
team, Person centeredness, System and governance and Modes of user representation and contribution.

Conclusion: The user representatives revealed tension and complexity influencing the provision and organization of reha-
bilitation services from individual access to health policy and regulation. Empowering user representatives through training was
important to fight tokenism. Filling the role of a user representative at the meso level requires the integration of personal and
peer experiences at the micro level, and knowledge of health policy regulations at the macro level.

Patient or Public Contribution: The Norwegian Federation of Organisations of Persons with Disabilities recruited user
representatives in this study. The user representatives participated in the assessment and discussion of the results of the study.
The results were presented for discussion to the User panel at the Research Centre for Habilitation and Rehabilitation Models &
Services (CHARM) at the University of Oslo.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original work is properly
cited.
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1 | Background

The World Health Organization (WHO) defines rehabilitation
as ‘a set of interventions designed to optimize functioning and
reduce disability in individuals with health conditions in
interaction with their environment’ [1]. The organization of
rehabilitation services comprises the provision and delivery of
intangible products to maintain or improve functioning in
individual patients or patient groups and should be provided at
multiple administrative and organizational levels, including
both specialized and municipal services [2]. These services are
steered at the policy (macro) level, carried out at the organi-
zational (meso) level and consumed at the individual (micro)
level [3]. Strengthening rehabilitation in health systems
requires the involvement of numerous stakeholders at all
organizational levels, including user representatives [4-7].

Solvang et al. describe the three interconnected perspectives on
rehabilitation in a social context for the users [3, 8]. At the
micro level, users make everyday life decisions relevant to their
rehabilitation and care provision; at the meso level, users act as
representatives in advisory bodies in hospitals and munici-
palities; and at the macro level, users are identified as key
agents, acting as advisory bodies and advocacy groups
impacting health care policy and systems.

Related to rehabilitation service delivery, the importance of user
participation in healthcare is emphasized [9, 10]. On an indi-
vidual level, shared decision-making in goal-setting processes
should be standard procedure, and involvement in the identi-
fication of preferred endpoints and outcome measures is a
recognized approach to the co-creation of new knowledge in
research. At the policy (macro) and administrative (meso) levels
of rehabilitation services, users are entitled by law to a voice.
Thus, rehabilitation service users and their organizations
should have a role in the organizing of rehabilitation services
and rehabilitation research [11, 12]. A way of including user
representatives at the meso level is to appoint representatives
from disability organizations to hospital boards, municipal
advisory bodies and research projects.

User organizations in Norway work for social equality and
participation for people with disabilities, chronic illnesses and
reduced functional capacity. The Norwegian Federation of Or-
ganisations of Persons with Disabilities is an umbrella organi-
zation with 88 member organizations [13] that actively
promotes enhanced living standards and rights for people with
disabilities and their families. Its activities include lobbying
governmental bodies, providing welfare law advice, and advo-
cating in areas like health, accessibility education and
employment.

In their scoping review Olsson et al. stated that user re-
presentatives who participate on the meso- and macro levels
play an important role in the development of health services
[14]. In Norway, the involvement of user representatives is a
widespread practice. One effect is that this has enabled dis-
ability organizations representing rehabilitation service users to
become highly competent in advising stakeholders on the best
way to organize rehabilitation services [15, 16]. However, there
is a paucity of studies addressing service user representatives at

the meso level in rehabilitation research [14]. There is, thus, a
need for additional knowledge of how representatives from the
service user organizations for people with disabilities experi-
ence and contribute to the rehabilitation systems and services.
The current study gives voice to the user organization re-
presentatives as stakeholders within rehabilitation systems,
services and provision in the context of an ongoing interna-
tional research project on the organization of rehabilitation ser-
vices, the International Classification of Service Organization —
Rehabilitation (ICSO-R) [17-19].

The aim of this study was to generate knowledge regarding the
perspectives of user organization representatives on rehabilita-
tion service provision and organization. Specifically, we sought
to explore the representatives’ perspectives on rehabilitation
services at the meso level.

2 | Methods

The study had a qualitative design that employed focus group
interviews of representatives nominated from service user
organizations in Norway in 2021. Data collection was based on
a semi-structured interview guide (Table 1) focusing on the
quality, provision and organization of rehabilitation services.
The interviews were conducted online by authors H.L.S. and
M.K. The participants were informed about the interviewers'
professions as a nurse and a physical therapist, both with ex-
tensive experience in rehabilitation research. The interviews
were sound recorded, transcribed verbatim and stored on a
secure research server at the OUH. The COnsolidated criteria
for REporting Qualitative research (COREQ) were applied to
ensure the quality of this study [20].

2.1 | Setting, Recruitment and Participants

Rehabilitation is provided on specialized, intermediate and
primary health care levels in Norway. The Norwegian system

TABLE 1 | Semi-structured interview guide.

« What are the most important factors that contribute to
good quality in rehabilitation services?

« What are key factors that supported your rehabilitation,
and what are those that were barriers in the services?

« Are there particular factors/characteristics with regard
to the organization of the service that impact the
quality and relevance for rehabilitation?

« How important is it that users/patients are involved in
organizing rehabilitation services?

« Do you have any thoughts about aspects of organizing
rehabilitation services where user involvement is
especially important?

« How should user involvement be organized to ensure
sufficient impact on the services provided?

« What are the major issues that need to be addressed by
the user organizations to ensure consistently good and
relevant services?
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TABLE 2 | Information on the 14 focus group participants.
Sex
Male 6
Female 8

Mean Age (SD) (range) (n=13)
Education, n (%) (n=13)
Highschool
University
Years experience with rehabilitation Median (IQR) (n =13)
Years of experience as a user representative
Median (IQR) (n=12)
Organization:

Umbrella organization for people with disabilities

Associations for people with Musculoskeletal and Rheumatic disorders

Organization/Association for people with Neurodegenerative Disorder

Association for people with Sensory Disability

Associations for people with Cardiovascular and Respiratory disorders

Association for the Traumatically Injured

63.5 (9.7) (43-79)

3
10
17.5 (10.8-38.3) Range 5-60
8.5 (6.3-17.5) Range 0-40

—= W = N N

Abbreviations: IQR, Interquartile range; SD, standard deviation.

represents the Scandinavian welfare model with public access
to state-funded rehabilitation services independent of work
status or insurances [21]. Organizations of people with dis-
abilities are recognized as stakeholders at the meso and macro
levels [22-24].

This study was organized by the Research Centre for Habili-
tation and Rehabilitation Models & Services (CHARM) at the
University of Oslo, a collaborator in the development of the
ICSO-R [17, 25]. An invitation to participate in the focus group
study was sent to all 88 member organizations of the Norwe-
gian Federation of Organisations of Persons with Disabilities.
Fourteen representatives from 11 main- and local organiza-
tions or sub-divisions agreed to participate, see Table 2. Par-
ticipants received oral and written information regarding the
study, and written consent was obtained from all participants.
Two focus group interviews were conducted on Zoom with six
and eight participants, respectively, with each lasting about
1.5 h. The participants had their cameras turned on during the
interviews.

2.2 | Analysis

Data analysis was guided by Braun and Clarke's approach to
reflexive thematic analysis by identifying and interpreting
patterns across the transcribed interviews [26, 27]. We fol-
lowed the six steps outlined by Braun and Clarke which
include becoming familiarized with the data, generating ini-
tial codes, searching for themes, reviewing themes, defining
and naming the themes, reporting the findings [26]. All steps
in the analysis were performed by authors H.L.S. and M.K.,
and author P.K.S. became involved from the step of reviewing
of themes. Through reading and rereading the transcribed

text, we familiarized ourselves with the data. In each of the
transcribed interviews, data segments in the form of text
passages that were relevant to the provision and organization
of rehabilitation services were marked, and initial codes were
generated [17, 18].

The initial codes and their relevant text passages were collated
under thematic headings. Initial core themes relating to the
research aim and question were generated based on clusters of
similar codes describing issues and topics emphasized by the
user representatives. The themes were reviewed and further
developed with subthemes based on the codes and the data set
as a whole. The reflexive thematic approach underlines that
themes are created by researchers actively reflecting on and
interpreting the data by generating codes and constructing
themes [27]. Theme labels were then created. Quotations from
the interviews in which the participants were given fictional
names were translated from Norwegian to English by
author H.L.S.

Based on a previous study in which user representatives
incorporated both personal experiences and policy issues into
their discussion of rehabilitation topics [28], we applied the
micro-meso-macro perspective as a sensitizing strategy in the
analysis process to enable a clearer take on how the levels
interact.

To strengthen the validity of the results and enhance user
participation in the study, we presented the preliminary core
themes and subthemes for discussion in an online meeting,
which was attended by eight of the user representatives. The
representatives recognized the themes and provided additional
details to strengthen the findings, though no new themes
emerged.
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2.3 | Ethics

The study was approved by the Norwegian Agency for Shared
Services in Education and Research approval # 863072 and
conducted according to the Declaration of Helsinki. The parti-
cipants provided their written informed consent. Before the
focus group interviews, author MK informed the participants
regarding the purpose of the study, the importance of all par-
ticipants having a voice when discussing the topics in the
interview guide, and the confidentiality of the interviews. All
participants were given the semi-structured interview guide in
advance.

3 | Results

We identified six core themes anchored on the organization and
provision of rehabilitation services voiced by the service orga-
nization representatives as essential for the quality of rehabili-
tation services. The themes were Access to services; Integration
of care; Rehabilitation team; Person centeredness; System and
governance; Modes of user representation and contribution.
The core themes and their sub-themes are presented in Table 3.

3.1 | Access to Services

Rehabilitation should be equally available to everyone with
service needs. The user representatives underscored that both
specialized rehabilitation services and municipal-level services
are needed depending on the type, severity and trajectory of the
disorder or disability. The representatives highlighted that pa-
tients with diagnoses most in need should receive highly spe-
cialized rehabilitation, while user groups with less severe
conditions could be treated at the municipal level. They rec-
ognized that while specialized services are provided by profes-
sionals with expertise in specific conditions, municipal
outpatient rehabilitation services are largely provided by less
specialized professionals with a breadth of competence:

Hannah: I am thinking that you cannot say that reha-
bilitation should be organized at the same level for all
diagnoses. One must differentiate and build highly spe-
cialized competencies for disorders that require it, while
for others, we need to establish more [services] in their
home environment.

Receiving the right services at the right time was important
both related to disease fluctuations and urgency regarding
rehabilitation needs. This was highlighted for all patient groups.
However, timeliness in the provision of specialized rehabilita-
tion for children and their families in a home-based context was
seen as particularly important as delayed rehabilitation can
negatively impact school and social activities, and siblings can
also be affected and require support.

One user representative questioned the change in health policy
that has restricted access to specialized institutional rehabili-
tation for people with musculoskeletal disorders who are now
typically referred to the municipalities that provide generalist

instead of specialized services. The participants additionally
expressed concerns that access to institutional rehabilitation is
often limited unless returning to work is the expressed goal.
They pointed out that users could substantially benefit from
institutional rehabilitation even if returning to work was not a
viable goal.

3.2 | Integration of Care

Patients’ rehabilitation trajectory from a specialized adminis-
trative level to the municipal service level requires integrated
organizational systems to ensure an effective flow of informa-
tion between services regarding patients' rehabilitation pro-
cesses. The need for a seamless coordination and continuity in
the rehabilitation process among institutions and organizational
levels was emphasized.

Hannah: If you have been there [in a specialized reha-
bilitation institution], getting follow-up at your place of
residence afterward and continuing the treatment mea-
sures there is a challenge today. Competence transfer,
critical documentation, what is written and sent out [to
the municipal services] varies a lot.

Information appeared to be a keyword for the integration of
care. The lack of information transfer that could facilitate access
to services and personnel with special competence in primary
health care was described as a barrier to the continuity of
qualified rehabilitation. Furthermore, navigating the adminis-
trative system and functioning as a rehabilitation coordinator
on their own behalf when the system fails to accommodate their
service needs was perceived as time- and energy-consuming.

3.3 | Rehabilitation Team

The wuser representatives emphasized the importance of
receiving high-quality treatment and voiced a threefold under-
standing of professional competence. First, the professionals
should be highly qualified in their profession, as for example as
physical therapist. Second, the users emphasized the need for
professionals with specialized competence in treatment of the
specific diagnosis groups they represented. They had experi-
enced that the municipal rehabilitation services were not nec-
essarily qualified to meet specific rehabilitation needs. James
emphasized the importance of individual professional and
specialist competence in rehabilitation by referring to his per-
sonal experience:

James: Well, I find that the competence of the therapists
is a very important point. I notice a big difference in
someone who really knows my illness, my situation.... For
example, a general physical therapist is not necessarily
sharp enough to provide good rehabilitation for me and
my illness.

Third, for a rehabilitation team to function effectively, there is a
need for teams with complementary qualifications and
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TABLE 3 |

The core themes and sub-themes developed from the analysis of the focus group interviews with user organization representatives.

Core theme

Sub-themes

Access to Services » Specialist versus generalist services

« Timeliness

o Priorities

Integration of Care » Cooperation and competence transfer

« Information flow

« Randomness or predictability

« Handling the system

Rehabilitation Team « Competence in the rehabilitation team

— Profession specific competence
— Interdisciplinarity competence

Person Centeredness « Individual users’ treatment and rehabilitation process

« Personal effort underscored

« User organizations' integrated person-centeredness

« Patient-centeredness meeting user representatives at an organizational level

System and Governance » Ensuring a system that benefits the users

« User participation and collaboration in administrative boards and councils

« The political turn in the organizations' approach to political and legislative processes

Modes of user representation « User participation and tokenism

and contribution

« Training and the organizations responsibility

competence in multi-professional collaboration. In addition,
comprehensive information regarding the accessibility of multi-
professional teams in the municipality must be available to the
service users:

Iris: I also think that multi-professionality is important.
That is, multi-professional competence and treatment,
but I need to know that this exists.... I experience ... [the
services] as quite fragmented; which possibilities are
there, which services are provided?

It is notable that the user representatives incorporated personal
experiences into their contributions to the discussion. When
raising the issue of competence, they again brought in the
tensions around what can be expected from specialist services
in contrast to generalist municipal services.

3.4 | Person-Centeredness

Person-centeredness was perceived as essential on several levels
within the rehabilitation context. Participants’ perspectives en-
compassed the individual patient-therapist interaction which
included the family context, and person-centeredness in insti-
tutional and political settings. Furthermore, rehabilitation
organizations can support their individual members by assisting
them in gaining access to necessary services.

At the micro level, rehabilitation was underscored as a shared
decision-making process that requires the involvement and

commitment of both parties — the professionals and the pa-
tients. The role of personal attitudes and efforts in the reha-
bilitation process was emphasized:

Ava: I think that if you are going to get a good stay, good
rehabilitation, it is primarily about your own attitude
towards the rehabilitation, trying to do your best, and as I
have experienced it.... one must participate and be active.
Join exercise sessions, lectures, yes, and not least be
involved in the social activities.

Patient-centeredness was also important at an organizational
meso level, particularly in the recruitment and requirement of
user representatives with patient experience. Representatives
with first-hand patient experience would be better advocates
than those without patient experience when contributing to the
provision of appropriate health and rehabilitation services for
the patient group they represent:

Jerome: It is we who know where the shoe pinches, not
the ones who think they now. It is important that
we bring in users with patient experience, that no
bureaucrats come in and tell us what kind of needs
we have.

It was highlighted that people without personal experience
cannot adequately identify the needs of the users. However,
participants also reflected on whether having patient experience
by itself qualified a person to perform the functions of a user
representative on an organizational level.
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An additional view on service user involvement was presented
by a representative from an organization that runs its own
rehabilitation services. For this organization and the group it
represents, user participation extends into clinical work.

Ida: We are actively involved in the service provision at
the center. They are two, three even four rehabilitation
assistants at each course which is really important,
because the people coming to the course are led by
example.

User involvement takes on a different meaning when the user
organization owns the rehabilitation service, even if the service
is predominantly financed by governmental funding. User
organization ownership appears to carve a space for actively
engaging experienced users in the provision of services.

3.5 | System and Governance

Rehabilitation is understood as a trajectory across institutional
settings and administrative levels that present opportunities for
creating a stronger user voice.

James: I see it as very challenging, but also desirable if
user participation could take place in some sort of forum
across the organizational levels so that one could use the
patient voice in the trajectory across levels... It would have
to be a forum [for this] and [to succeed] it must be with
some permanent representatives.

When user representation is confined to singular organizational
levels, users' influence in achieving seamless services across
levels is limited. A forum dedicated to this purpose with stable
user participation could facilitate the inclusion of the patient
voice across all levels of the rehabilitation trajectory.

In line with James' point above, the participants had concerns
and differing experiences regarding their function as re-
presentatives in rehabilitation organizations. Some described
being included and respected on an equal level with the other
stakeholders and board members. Others described experiences
of being present, but that their opinions and suggestions were
not being fully taken into consideration or included in the
meeting minutes. Iris reflected on what the organizations seek
to achieve with the representatives on user councils, and how
representatives should proceed to ensure they have an impact
on the organization and provision of rehabilitation services:

Iris: At [rehabilitation institutions] we have re-
presentatives on the user councils... They do not discuss
the services, and may not make any input or make sug-
gestions ... So, I think we are unclear about what we want
with user participation in the institutions.

While user representatives serve as a link between patients and
the management, the primary role should be as partners pro-
viding input on the content, organization and development of
rehabilitation services. Hannah who had full rights as a

member of a hospital board, did point to a positive change over
the years in that the user representatives now are members of
quality committees, patient safety committees and ethics
committees.

Finally, a political turn in user participation was described by
the representatives, characterized as an awakening and em-
powerment of user representatives and their organizations over
time. This has led to a transition from primarily ensuring access
and rights to rehabilitation for their patient groups at an indi-
vidual level to voicing needs and opinions to the management
of rehabilitation institutions at an organizational level and
becoming political agents that influence policymakers and
agenda-setters:

Hannah: I see that these user organizations work much
more politically. They have meetings in the Parliament,
meet at different arenas where political decisions are
being made, and that is where they must be, there where
the money is allocated.

The user representatives described a balancing act of being
close to the members' needs at the individual (micro) and
organizational (meso) levels and serving as stakeholders giving
voice to governance issues at the institutional and political
(macro) levels.

3.6 | Modes of User Representation and
Contribution

The user representatives had disparate views and experiences
regarding their function as user representatives at the organi-
zational and political levels. Representing the interests of people
with disabilities can require a challenging balance between
exerting real influence and, like for Neil, avoiding becoming a
hostage in decision-making where the service users are in a
minority position. In this respect, perspectives varied on
whether adopting an external advisory position rather than an
internal board member position would be more beneficial for
the user group they represent:

Neil: The board is a collegium.... Then you can be stuck
as a hostage. The advantage for me is that when I go in
as an advisor, I have the right to speak and defend my
position, but not the right to vote... Then you are free
afterwards to say: “This is not the advice I have given”.

Another position was voiced by Ellen, who had not experienced
being a hostage. Ellen emphasized that despite disagreements
and lively discussions in board meetings, cooperating to reach a
common platform and finding solutions by working from inside
the boards and councils was necessary. The possibility of a
middle position was also suggested, allowing user re-
presentatives to have their dissent noted in the minutes to avoid
being disregarded in meetings.

A key question was how to fight tokenism. An obvious solution
was to change the way boards work with user representatives.
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Ralph pointed to the need for organizations for providing
training to qualify confident user representatives:

Ralph: Even if we have user representatives in almost all
the [municipal] committees, this does not mean that we
have an impact. I have a feeling that they were recruited
because projects and committees must have a user rep-
resentative; however, they have no influence. So, there is a
great responsibility on the organizations to train good
user influencers.

Ralph points out that the role of user representatives is in
danger of being tokenistic. Interestingly, he did not suggest that
the municipal committees should change their attitudes toward
user representatives, but rather that representatives should
become qualified to assume non-tokenistic positions in com-
mittees. This included organizations taking responsibility
through training and peer support for qualifying competent
user representatives in conveying the organization's priorities
when participating in local, regional or national committees.

4 | Discussion

In this focus group study, the perspectives of representatives
from user organizations for people with disabilities regarding
rehabilitation service organization and provision were explored
with the meso level and its connections with macro and micro
levels as a theoretical background and analytical lens [3]. Six
core themes were developed, which, though presented as sep-
arate themes with sub-themes, represent interrelated topics of
importance in rehabilitation service and provision.

4.1 | Addressing Important Aspects of High-
Quality Rehabilitation Services

High-quality rehabilitation services should be effective, safe and
secure, coordinated, and characterized by continuity, user
involvement, and efficient resource utilization [9, 29, 30]. Our
findings on the key aspects of rehabilitation services align with
challenges in rehabilitation service delivery identified by the
WHO, which include integration of services into and between
the administrative levels of health systems, access to multi-
disciplinary professionals, availability at community and hos-
pital levels, and provision of specialized rehabilitation for
people with complex needs [4]. Moreover, accommodating
individual needs at a micro level and aligning these needs with
the organization of service provision at the meso level is not
straight forward. Health systems do not necessarily cater to the
needs of individual user groups, which was expressed in the
differing views on municipal versus specialized services and
competence.

User representatives are situated in their diagnostic group and
speak out for the diagnostic group they represent regarding
access to services. Most notably are people suffering from
musculoskeletal disorders encountering a more restricted
access to specialized rehabilitation than other patient groups.
This was perceived by the participants as a devaluation of their

service user group in the organization and provision of reha-
bilitation services. Related to the WHO Rehabilitation 2030,
Briggs et al. state that the burden of musculoskeletal disorders
are not adequately recognized, and resource allocation is, thus
not prioritized in accordance with the disease burden [31].

How the services are organized and provided was the pre-
dominant focus when services at the meso level were addressed.
However, the user representatives' reflections shifted between
the micro, meso and macro levels as interconnected compo-
nents of their experience. Thus, the discussions also concerned
issues such as governmental policy shifting the primary
responsibility of rehabilitation provision for more common
disorders to the municipalities [32, 33].

The municipal turn in Norwegian health services was pro-
blematized on several occasions during the interviews [32]. The
user representatives consistently utilized personal experiences
as a micro-level starting point for the discussion of broader
issues. A comparable finding was reported by Solvang et al. in a
study of user involvement in a research project; the user re-
presentatives activated their personal biographies in their con-
tributions to the running of the research project [28]. Both
personal experiences and professional competences gained
importance. Vaagan et al. pointed out that user involvement
extends beyond clinical issues and encompasses engagement in
health policy issues [34].

Effective rehabilitation often includes return to work as a goal,
as absence from remunerative work is related to societal and
individual costs [35, 36]. However, the paradigm of work as a
primary rehabilitation goal was contested, as potentially con-
tradicting the users' individual goals given their state of health
and quality of life [37]. Moreover, the assumption that return to
work should influence access to specialized rehabilitation was
criticized, pointing to a potential incongruity between micro-
level rehabilitation guidelines emphasizing individual goals and
shared-decision making, which may not include return to work,
and macro-level health service and labor policies. Eriksson
highlighted a possible challenge in the consensus rhetoric
between policymakers and the user movement as it can mask
fundamental disagreements, such as those revealed in this study
over dilemmas in work-life participation as a key goal for people
with musculoskeletal disorders [24].

The importance of providing appropriate and timely services
that meet the users’ sense of urgency regarding their acute and
long-term needs was underscored in this study. What emerged
was the need for a balance between more generic rehabilitation
services at the municipal level and access to diagnosis-specific
follow-up at the specialist level. This was followed by a sug-
gestion to form an institutionally broad user forum that spans
administrative levels from specialized to municipal services.
Such a forum was proposed to significantly enhance the user
voice and person-centeredness at the organizational meso level
and align with service coordination efforts. This could empower
user representatives as stakeholders with an impact on the
organization and provision of rehabilitation services at the meso
level. Such a forum would emphasize the importance of reha-
bilitation as a process that requires a seamless transfer of
competence and information across administrative levels [38].
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Ensuring safe and secure healthcare services that prioritize
patient-centeredness [29] necessitates providing users with
predictability. This requires comprehensive information-
sharing regarding diagnosis, prognosis, and the rehabilitation
process across different institutional settings and administrative
levels [39]. The user representatives emphasized the importance
of predictability both from their personal experiences and
during organizational-level interactions where they had ex-
perienced that the system could fail to recognize the service
needs of the users they represent. Vaagan et al. referred to this
interconnection between the micro and meso levels as neces-
sary to identify and understand the users' positions [34].
Andreassen described the position of involved users at the level
of individual recovery as a sharing of their lived experience
serving as co-service providers, role models and conveyers of
coping experiences at the meso level [40]. There remains a need
for knowledge regarding the effectiveness and authenticity of
user participation and shared decision-making interconnecting
the micro and meso levels [9, 41].

4.2 | User Participation and Influence at the
Organizational Meso Level

The user representatives had differing experiences regarding the
level of impact in their positions. On the one hand, some
described a feeling of being coerced into a role that lacked
control or influence. This is in line with the study by Sagen et al.
on patient engagement at the organizational level, in which a
majority of the respondents were recruited from patient advis-
ory boards [12]. Despite expressing satisfaction with the way
their participation was organized by the institutions, they per-
ceived their impact on institutional decisions as limited. On the
other hand, some representatives who asserted their role and
function as user representatives with confidence and gained
acceptance for not being observers or advisors only.

User participation is embedded in the structures that support
rehabilitation services from the individual to the policy level
[41], and user organizations aim to have an impact and achieve
benefits for their user groups. However, diverse perspectives on
the impact and challenges of service user influence were
revealed, and the extent of influence was questioned. The users’
level of influence varied, and the impact of public participants’
experiential knowledge in boards and councils can be ques-
tioned [41, 42].

As members of advisory bodies, user representatives are part-
ners in co-governance [40]. However, the possibility of co-
optation, where councils and boards incorporate users to
manage threats and ensure alignment with organizational
interests, risks disconnecting representatives from the members
they represent [24]. The dilemma between maintaining integ-
rity by taking an advisory position only versus a decision-
making position underscores the complexity of user influence.
The former leaves representatives outside the decisional pro-
cesses, while the latter enables responsibility for decisions and
voting alongside other board members. Hence, there was a
conflict between avoiding the position as a hostage and striving
for a position as a respected actor representing the users’
interests, and thus, being part of majority decisions.

A discrepancy appears to exist between the stated policy goal of
delivering patient-centered and equitable services emphasizing
users as the source of control [29], and its actual implementa-
tion. The user representatives described organizational (meso)
level strategies to fight tokenism and empower their members
as user participation should go beyond tokenism and be on a
partnership level, entailing real influence [42]. Strategies
include intra-organizational training of user representatives to
enable their competent advocacy for members’ needs and
positions in service provision. Fighting tokenism necessitates
user representatives’ competence and assertiveness about their
mandate, roles and participation in political processes. Yet,
Beresford et al. highlight the risk of other stakeholders deva-
luing the users' experiential knowledge leading to tokenism at
the meso and macro levels [43].

Similar to Morrison et al.'s study the user representatives in this
study, experienced that their opinions and suggestions were not
fully taken into consideration [41]. This experience is consistent
with Sagen et al.'s findings regarding patient advisory boards in
rehabilitation institutions, where a substantial proportion (36%)
of the user representatives were unaware of their voting rights
[12]. This suggests that institutions fail to adequately inform
user representatives about their voting rights. Sagen et al. refer
to this as a challenge in overcoming the glass ceiling for genuine
user influence [12].

4.3 | Strengths and Limitations

A strength of this focus group study is the inclusion of a
diversity of user organization representatives of both genders,
and from both local and central divisions of the organizations.
Furthermore, we conducted a final meeting as part of the val-
idation of the study, during which the representatives recog-
nized the themes developed in the analysis and provided
additional details to strengthen the findings. However, given the
multiplicity of user organizations for people with disabilities, a
bias in the recruitment of user organization representatives
might have influenced the results. There might have been a self-
selection to the study where user organizations that perceive
their user group as relevant to the study or have more resources
for research activities may have chosen to participate. Fur-
thermore, the user representatives shared their experiential
knowledge when participating in this study; however, whether
user representatives’ personal experiences are perceived as
legitimate in other participatory arenas has been questioned
[12, 41]. An additional potential limitation of the study was the
online setting of the focus groups. However, traveling long
distances to in-person meetings may have been a burden for
participants with disabilities, which could have limited
participation.

5 | Conclusion

The service user representatives demonstrated tension and
complexity in their meso-level engagement in the provision and
organization of rehabilitation services. The challenges pertained
to both the general quality of services and those specific to the
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user groups they represent. They experienced challenges in
participating in and exerting influence on boards and councils.
Empowering user representatives through training was impor-
tant to fight tokenism. To fill the role as user representatives at
the meso level on the organization of rehabilitation services,
both the micro level of personal and peer experiences and
health policy regulations and reform at the macro level are
at play.
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