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Abstract 
Background: Sexual health needs are insufficiently met for persons living 
with rheumatological diseases and it is necessary to create better ways to meet 
these needs. Objective: To co-create a working model to improve sexual health 
for persons living with rheumatological diseases, that can be used by rheu-
matological teams in regular rheumatology practice. Design: This study ap-
plied a co-creation design with three key features: 1) it took a systems perspec-
tive with emergent multiple interactive entities; 2) the research process was 
viewed as a creative endeavour with strong links to design, while human im-
agination and the individual experience of patient and staff were at the core 
of the creative design effort; 3) the process of the co-creative efforts was as 
important as the generated product. Results: A model defining the role of the 
patient, the professionals, and the team in optimizing sexual health for per-
sons living with rheumatological diseases was co-created. The model can be 
seen as a practice guideline, which includes the support needed from and to 
each participant in the process of promoting sexual health, while being within 
the professional scope of the professionals’ knowledge and capacity, and in 
line with the needs of the persons living with rheumatological diseases. Dis-
cussion and Conclusions: The co-creative work process identified crucial 
factors in promoting sexual health, resulting in a useful model for patients, 
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professionals and teams. Co-creation was experienced to be a useful research 
design to improve rheumatological care, through valuing and using the com-
petence of all research members equally. 
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1. Introduction 

A novel Swedish report by the Swedish Rheumatism Association states that sex-
ual health needs are insufficiently met for persons living with rheumatological 
diseases and there is a need to create better ways for rheumatological teams to 
meet this need [1]. One way could be to develop a working model, based on a co 
creating process, involving both patients and professionals, to be used in the 
clinical care. Rheumatological diseases often affect sexual health negatively due 
to disease-related factors, psychological responses to living with the disease and 
toxic effects of anti-inflammatory and immunosuppressive drugs [2]-[8]. Sexual 
concerns are prevalent among all genders, and can have significant impacts on 
mood, quality of life, and self-esteem, as well as causing emotional distress and re-
lational problems [9] [10] [11] [12] [13]. Persons living with rheumatological dis-
eases have reduced family size [2], indicating the importance of reproductive health 
also being addressed. Gender, social context, culture and physical differences can 
also influence how diseases are experienced as affecting sexual health [14].  

Sexual health is an often neglected topic among health care professionals [2] 
[15] [16] due to various reasons, including lack of knowledge, competence and 
time, as well as embarrassment and fear. However, it is important that health 
professionals understand how sexual health may be affected by various condi-
tions and how to address the concerns and needs of their patients, and previous 
research in rheumatology has shown that the quality of communication with health 
care professionals is linked to patient outcomes [17]. 

Persons living with rheumatological diseases are often cared for by a team con-
sisting of various health care professionals (rheumatologist, nurse, occupational 
therapist, physiotherapist, social counsellor, assisting nurse), who all need to 
work together to co-create health services in an equal partnership with patients 
to achieve the patients’ optimal health. Nevertheless, many people living with 
rheumatological diseases report disabilities, pain and fatigue, the disease impacts 
on daily life and activities [18]. Improving sexual health is complex and includes 
more than guidance about sexual activities when living with a chronic disease. 
Sexual health can be improved by interventions initiated and performed by var-
ious professionals for persons with chronic conditions, such as rheumatological 
diseases [5] [19] [20], but there are still difficulties in addressing and promoting 
sexual health in practice [21] [22] [23] [24]. Self-management strategies can also 
play an important role regarding sexual health for persons living with rheuma-
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tological diseases [4] [25], indicating the importance of involving the patient in 
the co-creation of health care services regarding sexual health. The current state, 
with insufficiently met sexual health care needs among patients with rheumato-
logical diseases [25] [26] [27] shows the need to bring patients and professionals 
together in co-creatively exploring how to improve sexual health when living with 
rheumatological diseases. Co-creation can be described as a collaborative, gener-
ative, exploratory process, where professionals and academics work together with 
stakeholders to improve health services [28]. 

2. Aim 

To co-create a working model aiming at improving sexual health for persons 
living with rheumatological diseases, that can be used by rheumatological teams 
in regular rheumatology practice.  

3. Method 

To create a working model this project has applied a co-creation design [28] 
since processes of co-creation may lead to unexpected insights regarding health 
care needs and improvement of health care services, and the knowledge is gen-
erated within the planned context of application [28] [29] [30].  

Co-creative research includes three key features: 1) a systems perspective with 
emergent multiple interactive entities, which generate an outcome which is not 
fully predicted in advance; 2) the research process is viewed as a creative endea-
vour with strong links to design, while human imagination and the individual 
experience of patient and staff is at the core of the creative design effort; 3) the 
process of the co-creative efforts is as important as the generated product [28]. 
In co-creative research the role of diverse actors is recognized together with the 
benefit of integrating their unique knowledge and skills, by offering an approach 
and set of tools for collaboratively creating value through creative, participatory 
methods. Diversity within the research group regarding lived experience, profes-
sional experience and research experience was essential for the project. In addi-
tion, the research group, as well as the stakeholders, came from different clinics, 
thus providing broad perspectives on the explored topic. The co-creative process 
of the project has been performed in solidarity and negotiated participation, with 
patients and professionals being invited to share their views on the project 
throughout the process. Co-creative activities were performed with stakeholders 
throughout the process of developing the working model. 

Equality in the relationships both within the research group and between stake-
holders and the research group has been a key focus, together with the practical 
focus of the project. 

3.1. Participants 

Active stakeholder participation has been an important element of the research 
project throughout the process, with a patient representative as a full member of 
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the research group, a researcher/clinician also being a patient and with stake-
holders sharing their knowledge in advisory groups. The recruitment of stake-
holders was attained through active information processes for both patients and 
professionals. A representative from the Swedish Rheumatism Association, a pa-
tient organization, was involved in recruiting persons wanting to be part of the 
advisory group. To increase interest in participation from professionals, infor-
mation was given to managers by persons working both as researchers and clini-
cians, and also by a patient representative. It was also given directly by clinicians 
to other clinicians in various professions. Professionals from various professions 
and clinics opted to participate in the advisory group, and the following profes-
sions were represented: rheumatologist, nurse, physiotherapist, occupational 
therapist, and counsellor. When recruiting to the advisory groups, stakeholders 
were able to choose how and to what extent they wanted to participate in the re-
search process. The participants in the patients’ advisory group had to have lived 
experience of being diagnosed with a rheumatological disease, an interest in im-
proving care. They also had to be positive towards discussing the topic of sexual 
health and older than 18. No individual data was collected from the stakehold-
ers. During the work process the participants in advisory groups were given 
feedback on the on-going work and given the opportunity to provide further 
recommendations and information to the research group on several occasions 
during the process. The feedback opportunity and the ability for the advisory 
groups to follow the progress of the project are important but often missed steps 
in health care research [31]. The feedback from the advisory group in each of the 
steps in the co-creative process was analysed by the research group and changes 
in the working model were presented to the advisory group to ensure that 
changes were in line with what the advisory groups intended. 

3.2. Informed Consent 

Informed consent was obtained from all individual participants included in the 
study. 

3.3. Work Process 

The continuous development the research process, where the process could evolve 
and adapt according to the co-creative research design, is described together with 
the developmental steps of the model (Table 1). In the work process the patient 
advisory group were included prior to the professionals to gain insight into how 
patients preferred the working process prior to involving professionals. The advi-
sory group activities structure was decided by the participating stakeholders. 

4. Results: A Model for Improving Sexual Health in  
Rheumatological Care 

The versions of the model followed a pattern, where the first version of the mod-
el was based on existing research and evidence-based practice, and the clinical  
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Table 1. Work process of developing a co-created working model for improving sexual health in rheumatological care. 

 Work process Activity Participants Steps Content 

1 
Study design  
& planning, 

The co-creative process started 
with a research group being set 
up with representatives from 
various professions in the 
rheumatological team  
(rheumatologist, occupational 
therapist, physiotherapist,  
social counsellor) and a patient 
partner 

Research group  
(researchers/ 
clinicians/patient 
partner) 

The research group decided how 
to address the research question, 
which included to present the 
suggested plan to the patient 
organization to assess the  
relevance of the project for  
persons living with  
rheumatological diseases. 

After approval of the patient 
organization, a preliminary  
advisory group of patients was 
formed, by advertising through 
the national patient organization 
and their regional branches 

2 
Study design  
& planning 

Establishing patient advisory 
group by the patient  
organizations webpage, social 
media and e-mail to members 
in the organization living in the 
area. In addition, related  
organizations were contacted 
such as the association for 
young persons living with 
rheumatological diseases, to 
facilitate a broader sample with 
a wide range of experience in 
the reference group 

Patient partner and 
patient advisory 
group 

The advisory group of patients 
gained information about the 
aim of the study and the  
suggested role of the stakeholder 
advisory groups by obtaining 
written and oral information 
from the patient partner. 

The patients preferred the  
patients and the professionals to 
have different advisory groups 
due to the topic 

3 
Study design  

& model  
development 

Meeting with advisory group of 
patients 

Patient partner, 
researcher/clinician 
and patient advisory 
group 

A meeting including a brief 
introduction to the concept of 
sexual health, thereafter having 
the opportunity to discuss the 
aim of this study and give  
recommendations on if/how the 
study should continue. 

The advisory group was positive 
towards the aim of the study and 
gave suggestions for important 
areas of living with  
rheumatological diseases and 
sexual health that should be 
considered in the model. The 
advisory group also opted to give 
additional responses and  
suggestions by e-mail. 

4 
Study  

design & model  
development 

Research group work Research group 

Suggestions from the patient 
advisory group added to an 
explorative understanding of the 
topic, together with prior  
research in the field and 
sharing of knowledge enabled 
the first version of the working 
model. 

A first version of the working 
model 

5 
Model  

development 

E-mail correspondence  
presenting the first version of 
the working model 

Patient partner and 
patient advisory 
group 

The first version of the working 
model was sent to the patients’ 
advisory group for responses 
and suggestions 

Additional comments led to a 
revision by the research group of 
the working model (second  
version) 

6 
Study  

design & model  
development 

Additional patients opted in 
and were included to  
participate in the project as 
advisory group participants, 
due to interest in the topic 

Patient partner and 
patient advisory 
group 

The additional patients were 
included in the patients’  
advisory group and the first 
version of the working model 
was sent to the patients’ advisory 
group by e-mail for responses 
and suggestions 

Additional comments led to a 
revision by the research group of 
the working model (third  
version) 
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Continued 

7 Study design 
Establishing a reference group 
of professionals 

Research group 

Oral and written information 
about the study was sent to  
clinical managers of  
rheumatological teams at two 
regional centres to recruit  
professionals. 

Two reference groups of  
professionals (The advisory 
groups included the following 
professions: nurse,  
rheumatologist, physiotherapist, 
occupational therapist,  
counsellor) were formed through 
a convenience sample of  
professionals from two regional 
centres of rheumatological 
teams. The division into two 
groups based on working  
location was chosen to minimize 
time off work in accordance with 
requests from the professionals 

8 
Model  

development 
Meeting with advisory group of 
professionals 1 

Patient partner, 
researcher/clinician 
and professionals’ 
advisory group 

A meeting including an  
introduction to the study, a brief 
introduction to the concept of 
sexual health, and discussion of 
the third version of the working 
model and how this model could 
be applicable in clinical practice 
from their professional view 

Revision by the research group 
of the working model (fourth 
version) 

9 
Model  

development 
Meeting with advisory group of 
professionals 2 

Researcher/clinician 
and professionals’ 
advisory group 

A meeting including an  
introduction to the study, a brief 
introduction to the concept of 
sexual health and discussion of 
the fourth version of the  
working model and how this 
model could be applicable in 
clinical practice from their  
professional view 

The group suggested learning 
material as an addition to the 
working model to facilitate  
implementation of the working 
model in clinical practice 

10 
Model  

development 

E-mail correspondence  
presenting the fourth version of 
the working model 

Patient partner and 
volunteering patients 

The fourth version of the  
working model was sent to the 
patients’ advisory group for 
responses and suggestions 

No additional revisions  
suggested. The patient advisory 
group concluded that they  
preferred to contribute at the 
beginning of the project rather 
than on the more finalized 
product. 

11 
Finalizing model 
and developing 

learning material 
Research group meeting Research group 

Creation of learning material 
based on the work process and 
the working model 

Finalizing the working model 
(see Table 2) 

12 
Development of 
learning material 

Workshop 
Researcher and  
patient organization 

Testing the learning material in 
a specific context 

Need of adaption of learning 
material in accordance to  
context for various groups 

13 Study outcome 
Spreading the results of the 
study 

Research group and 
users 

Continuous development of 
learning material and testing of 
the working model 

 

 
experience of the research group together with perspectives from stakeholders. 
In the first version, the focus of the working model was existing research on 
treatment of sexual health dysfunction in general and recommendations for 
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rheumatological rehabilitation. The second version of the working model was 
more detailed, concerning areas of responsibility for the team, the professional 
and the patient. The third version of the working model was revised to further 
enhance the agreement on the content of the model by the advisory groups and 
the research group. In addition, findings regarding suggested needs for support 
were listed. This support was considered essential for enabling use of the work-
ing model in clinical practice. In the fourth and final model the concept of how 
each person in the working model (the patient, the professionals, the team) 
could support other participants in the working model was incorporated, thus 
defining both the role of giving support as well as being in need of support for all 
actors, to optimize sexual health for persons living with rheumatological diseases 
(Table 2).  

4.1. The Role of the Patient in the Working Model to Improve  
Sexual Health 

The role of the patient is an active role, and involves deciding on what personal 
information to share and what kind of support is of interest. The patient needs 
to be clear on what the problem is, what support he/she is presently asking for, 
what he/she wants to change and what his/her expectations are. It is also the pa-
tient who choses what information he/she is willing to share regarding his/her 
sexual life. It is recommended that patients reflect upon those issues prior to a 
healthcare visit. The patient is also encouraged to prepare their partner prior to 
visits to the rheumatological team if the patient wishes to discuss sexual health  
 
Table 2. The working model including key components of participants acting to improve 
sexual health in the rheumatological team. 

Improving sexual health with shared information, knowledge and responsibility 

Patients Professionals Team 

Needing support and being supportive 

• What is the information 
about your sexual health 
that you are willing to 
share, and what are your 
expectations and what kind 
of support do you request? 

• What information do you 
want to/can you give the 
team and the professionals 
to enable them to give you 
the best possible support? 

• If you want your partner to 
be involved in  
communication about  
sexual health, give the 
partner the same  
opportunity as yourself to 
prepare for the meeting 

• Recognize all individuals’ right 
to sexual and reproductive 
health and its importance for 
general well-being 

• Use professional knowledge to 
promote sexual health 

• Be up-to-date and use your 
professional competence  
concerning research and  
development in sexual health in 
your profession 

• Regularly follow-up the  
individual’s needs concerning 
sexual health and how the  
disease affects sexual health, 
using general information and 
questions 

• Clarify the shared  
responsibility of the team 
members concerning  
promotion of sexual health in 
their professional roles 

• Be open to communication 
with patients about sexual 
health 

• Understand that sexual health 
is a broader concept than  
sexual function and  
reproduction 

• Ensure competence in sexual 
health and rheumatological 
disease within the team 

• Share up-to-date, correct and 
person-adapted information 

• Have knowledge about  
possibilities for further referral 
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with their partner present. This is to enable the partner to have reflected on 
his/her integrity and willingness to share information regarding the couple’s 
sexual health. Having reflected on and being precise about those issues helps 
health care professionals and may be necessary to enable them to support the 
patient. The needed support for the patient is as follows: health care profession-
als/the team should take the initiative to discuss sexual health; should show un-
derstanding that sexual health is a broader concept than just sexual function; 
should support and confirm sexual health through openness to discussing the 
disease impact on sexual health; and should give correct information and time 
for questions—also for the partner if present. Professionals/the team also need to 
consider the patient’s context, where the patient is in the disease progress, how 
sexual health can be affected at that stage, and what type of support is currently 
needed. Early information is important but needs to be adapted to context. 

4.2. The Role of the Professional in the Working Model to  
Improve Sexual Health 

The role of the professional could be described as key points to consider for each 
profession, to ensure that each profession’s specific knowledge and capacity is 
used to promote sexual health as well as general health, well-being and quality of 
life. The role of the professional is also to initiate and enable conversations re-
garding sexual health, disease impact and treatment impact on sexual health, and 
to provide up-to-date, evidence-based information to share, information that 
meets the person’s needs, and if necessary the partner’s needs. Firstly, the pro-
fessional needs to recognize the patient’s sexual and reproductive health and 
rights; secondly, the professional must use his/her professional competence to 
improve sexual health by supporting and assisting in solving problems related to 
decreased sexual health related to rheumatological diseases or treatment. Enabl-
ing conversations about sexual health includes being open, listening and being 
supportive, despite the sensitive and personal topic. To ensure they can support 
patients each professional has a responsibility to be up to date with new research 
in their professions also regarding sexual health connected to rheumatological 
diseases. Thereafter, the professional needs to continuously follow-up sexual 
health when meeting the patient by providing appropriate information (prefera-
bly both oral and written information) and asking questions appropriate to the 
patient’s context and disease progression (the recommendation is to use check- 
lists and routine questions). Patients prefer more general questions, rather than 
detailed questions, with clarifications of what common sexual health issues are 
and what can be considered as disease-specific sexual health issues. Patients also 
need information about potential solutions and lifestyle changes that may im-
prove sexual health. To support the patient’s sexual health there is a need to help 
professionals with competence development regarding sexual health and com-
munication models (such as Ex-PLISSIT [32] [33] and the Recognition Model 
[34]) and to provide documentation on sexual health. Communication models 
can work as enablers for initiating conversations on sensitive topics, such as 
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sexual health issues [32] [33] [34]. Each profession in the rheumatological team 
has specific professional expertise that can promote sexual health. Examples of 
professional support from professions engaged in rheumatological care are; 

Rheumatologists: Information on how diagnosis and medications can affect 
sexual desire, sexual satisfaction and reproduction, and when needed they can 
provide medication to promote sexual health. 

Nurses: Support information given by rheumatologists concerning medication 
and how it may affect sexual health, and also provide the possibility for patients 
and partners to ask questions and gain knowledge regarding sexual health and 
reproduction. 

Occupational therapists: Provide information concerning sexual aids and as-
sist in planning of valued life activities, including sexual activities. 

Physiotherapists: Provide information regarding physical activity and its posi-
tive effect on sexual health, as well as regarding sexual positions that are less 
strenuous on painful/replaced joints. 

Counsellor: Being supportive and presenting a safe environment for commu-
nication about sexual health and intimate relationships to assist in decreasing 
stress and creating energy for the relationship. 

4.3. The Role of the Team in the Working Model to Improve  
Sexual Health 

The team refers to the group of professionals that work together at a clinic to 
improve health for persons living with rheumatological diseases; therefore, the 
composition of the team may vary in various contexts. Considering the impor-
tant role of professional teamwork in rheumatological care, how the team mem-
bers communicate and work together can also play an important role in pro-
moting sexual health. The role of the team in sexual health includes a collabora-
tive understanding and shared competence, together with implementing a shared 
strategy on how to work together to promote sexual health for persons with 
rheumatological diseases. The importance of the team is connected to the orga-
nizational culture, where the team plays an important role in fostering a positive 
climate towards promoting sexual health for persons living with rheumatological 
diseases. Therefore, the team needs to follow these basic principles: 
• Ensure openness towards professional communication concerning sexual 

health—within the team and to enable conversations/information for patients 
and partners. 

• Present an understanding within the team that sexual health is a broad and 
complex concept, covering more than sexual function and reproduction. 

• Ensure the team’s competence and continuous updating of competence re-
garding sexual health and disease impact on sexual health. 

• Provide updated, correct and personalized information for patients and their 
partners. 

• Clarify the shared responsibility of the team members concerning promotion 
of sexual health in their professional roles. 
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There are activities that can assist in promoting sexual health such as shared 
professional visits/team visits, referral to other health care services concerning 
sexual health issues not related to rheumatological diseases or treatment. The 
mentioned strategies for the rheumatological team are dependent on support 
from managers to include sexual health in ordinary care and to support an orga-
nizational culture that promotes sexual health. 

5. Discussion 

This co-created working model is intended to assist in optimizing sexual health 
for patients living with rheumatological diseases, by self-management through 
shared knowledge, but also by professionals addressing and caring for sexual 
health using their professional expertise. The working model includes the sup-
portive role for each participant in both giving and receiving support to enable 
promotion of sexual health for persons living with rheumatological diseases. In 
the ground rules for co-creation it is important to define early who is responsible 
for what and to whom [28] [35], which is a focus of the described model for 
sexual health. The model also emphasises that professionals can rely on their ex-
isting skills to enhance sexual health, which has been shown in previous research 
[34]. The results in this study present co-created knowledge, which can be useful 
in rheumatological care for the individual patient, for professionals and for 
teams. The results can be seen as an important contribution to previous research 
presenting how specific professions can contribute to promoting sexual health 
for persons living with rheumatological diseases [5] [20] [36]. The model can as-
sist in clarifying difficulties in functioning affecting sexual health and how to 
best address them. However, the presented working model also provides addi-
tional understanding of needed support, and the necessity of co-creation and 
knowledge-sharing within the team and with the patient to enable continuous 
promotion of sexual health and rehabilitation of sexual health for persons living 
with rheumatological diseases. To enable professionals to use their professional 
knowledge to promote sexual health it is evident that additional competence and 
support are needed, especially since research has shown several barriers to health 
care professionals concerning addressing sexual health and the patients’ need for 
support regarding sexual health issues [8] [37]. During the development of the 
model the need for support became evident, and in the process both profession-
als and patients acknowledged their ability to give support as well as their need 
for support. The need for support concerned competence development, struc-
tures and routines for sharing information, and managerial support for includ-
ing sexual health in rheumatological care. The shared learning concerning the 
need of support to and from patients, professionals and the team is an important 
added value of the research project, which was enabled by the co-creative work 
process, and it could be useful in developing rheumatological care. 

The use of co-creation in healthcare can lead to different, and sometimes un-
expected forms of knowledge, exploration of values and social relations, creating 
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user-led health care services [29] [38], and during the work process in this project, 
it was clear how co-creation gave added insights and prompted the continuous 
improvement of the working model. Traditionally, when designing health care 
services, focus has been more on professional expertise and the professionals’ 
way of designing a service, than on interactive service design through dialogue 
with patients in equal collaboration [39] [40] [41], and co-creating a service can 
be seen as a step away from the professional dominance of best practice in health 
service design. The co-creative process provided opportunities for additional 
learning and understanding of various stakeholders’ roles. Another interesting 
finding in this study was that the patients participating in the advisory group, 
said that they were more interested in sharing their opinions at the beginning of 
the work process, where they found it important that their opinions were given 
attention and steered the development of the model, while they were less inter-
ested in commenting on a detailed level about the final model. This emphasizes 
the importance of including patients at the start of research and development 
projects and of giving them equal opportunities, as professionals and researchers 
in planning the project. 

The value of co-creation has been considered key when working towards 
creating a useful working model for rheumatological teams to address sexual 
health and meet the needs of persons living with rheumatological diseases in this 
field. To evaluate the product of the project, the working model, additional test-
ing in clinical practice is needed. To ensure the pragmatic usefulness of the 
working model and its learning material the next step is to test the model in 
clinical practice. The tests will evaluate the pragmatic use of the model as a tool 
to improve sexual health for persons living with rheumatological diseases. Dur-
ing the process of developing the model the research group has had dialogues 
concerning the working model with stakeholders at professional gatherings and 
in professional education activities, which has been valuable in the development 
of learning materials connected to the model. At such meetings there has been 
both an interest in the model, but also an interest in developing clinical routines 
connected to sexual health in rheumatology. However, tests of the model need to 
be performed in various contexts over time to ensure a sustainable outcome, and 
because context is of importance regarding sexual health [14]. The working 
model can also be used by individual patients, professionals and teams as a basis 
for reflection on their own knowledge and actions concerning meeting the needs 
and promoting sexual health for persons living with rheumatological diseases. 
The working model could be useful for other chronic diseases, since the focus is 
on generic strategies and support of sexual health. Further research is recom-
mended to test the usefulness of the model in various populations and contexts. 
The possible utility of the model for other populations is enhanced by the 
co-creative research design, which enables the nuances of the specific setting and 
context of health experiences to develop to transferable patient-centred know-
ledge that can be applied elsewhere [38]. 
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Methodological Discussion 

The co-creative research includes three key features which have been challenging 
and inspiring in this study, where the results were concerned more with the de-
velopment of a learning tool and generation of knowledge about the needs and 
abilities of each stakeholder to enable improvement of sexual health, more than 
simply with producing a working tool for professionals. The usefulness of the 
working model has been enhanced by the co-creative process in which it was 
developed, since stakeholders’ perspectives were an active and equal part of the 
development process. Co-creation of research can bring challenges, particularly 
because it is not always compatible with traditional academic research and ex-
pectations on research [38]. Flexibility in the research approach was essential in 
the process of this study, for example physical meetings were not always possible 
to organize with all stakeholders at once; instead other spaces for dialogue that 
better met participants’ needs and preferences were used. In another collabora-
tive method, the Delphi method, participants are requested to commit to partic-
ipating throughout the project according to the Delphi procedure [42], while the 
flexibility in this project allowed stakeholders to choose to what extent they par-
ticipated. The continuous dialogue between the research group and the advisory 
groups through the research project was valuable, and was in line with previous 
research emphasizing the need for reciprocal relationships between researchers 
and stakeholders to obtain the best possible outcome [31]. In this perspective the 
diversity of the research group was also seen as giving additional value, since the 
perspectives of the professional, the patient and the researcher were personally 
presented in all steps of the research process. The necessity of all participants 
being active research partners through the research process, even if it may be 
more time-consuming and challenging, has been reported in previous co-creation 
research and is considered vital to enable collective sense-making and negotia-
tion to create new understandings [28] [30] [38] [41]. The learning process of 
the research group has been a great advantage of the study design, since the 
learning journey has not only led to learning but also to a deeper understanding 
of key learning components regarding how to include sexual health in rheuma-
tology care, and the barriers and facilitators that may be present in various con-
texts. To share the learning process the study has also led to the design of a 
learning tool to enhance the usefulness of the working model for both profes-
sionals and persons living with rheumatological diseases. Reflecting on our own 
roles in the research process and how they shape our work has helped us criticise 
our own assumptions throughout the process and has increased our knowledge 
generation in the project and the development of the model. Thus, we as authors 
agree that the process of the co-creative research effort is as important as the 
generated product of this study. However, the co-creative research design was 
novel to the research group, which may have increased the timespan of the 
project, but also may have led to added knowledge of both the methodology and 
the studied topic.  
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6. Conclusions 

The co-creative work process identified crucial factors concerning promoting 
sexual health for persons living with rheumatological diseases, resulting in a 
working model for patients, professionals and multi-professional teams. The 
model includes the support needed from and to each participant in the process 
of promoting sexual health, while remaining within the professional scope of the 
professionals’ knowledge and capacity, and in line with the needs of the persons 
living with rheumatological diseases.  

Co-creation was experienced to be a useful research model to improve rheu-
matological care, through valuing and using the competence of all research mem-
bers equally.  
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