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Abstract 
Objective

The eumusc.net standards of care (SOCs) for rheumatoid arthritis (RA) aimed to improve quality of care across Europe. 
This study investigated importance and implementation of each standard according to patients and health care 

professionals (HCPs) in the Netherlands and identified barriers towards implementation.

Methods
Dutch patients, rheumatologists and rheumatology nurses rated importance and implementation (0–10 numeric rating 
scale (NRS); 10=most important/best implemented) for each of the 20 SOCs. A care gap, adjusted for importance, was 

calculated: (100=highest gap). Statistical differences between a) patients and HCPs and b) subgroups of patients 
(demographics, health) were tested. Additionally, patients indicated agreement (0–10) with 6 implementation barriers. 

Results
386 patients and 91 HCPs were included. Both ranked adequate disease modifying anti-rheumatic drug treatment 

(9.3(SD1.2), 9.2(SD0.8)), access to care in emergencies (9.2(SD1.2), 9.2(SD1.0)) and regular re-appraisal when treatment 
fails (9.2(SD1.3), 9.0(SD1.0)) the most important SOCs, and these were among the best implemented (NRS≥8.5) SOCs. 

After accounting for applicability, patients and HCP identified care gaps for early diagnosis (25.5(SD32.0), 22.3(SD16.3)), 
availability of a treatment plan (25.1(SD22.7), 25.7(SD18.5)) and patients also for a regular schedule of assessment of 
disease (28.6(SD25.5)).Patients with poorer health or higher education scored systematically lower on care received 

while sharing similar priorities. Patients and HCPs considered limited reimbursement of specific health services a 
main barrier for implementation and patients additionally identified limited time of physicians. 

Conclusion
Dutch patients and HCPs overall agreed on priorities in care and found relevant SOCs well implemented. However, 

suggestions for improvement were raised especially by patients with poorer health and/or higher education.

Key words
rheumatoid arthritis, patient education, health services needs and demands 



276 Clinical and Experimental Rheumatology 2018

Implementation of European standards of care in RA / M. Hifinger et al.

Monika Hifinger, MSc
Sofia Ramiro, MD, PhD
Polina Putrik, MSc, PhD
Yvonne van Eijk-Hustings, MSc, PhD
Anthony Woolf, MD, PhD, Prof.
Josef S. Smolen, MD, PhD, Prof
Michaela Stoffer, MSc, PhD
Tillman Uhlig, MD, PhD, Prof.
Rikke H. Moe, MSc, PhD
Merdan Saritas, MD
Marian Janson, MSc
Annette van der Helm-van Mil, 
	                MD, PhD, Prof.
Mart van de Laar, MD, PhD, Prof.
Harald Vonkeman, MD, PhD
Maarten de Wit, MD, PhD
Annelies Boonen, MD, PhD, Prof.
Please address correspondence to: 
Dr Monika Hifinger, 
Maastricht University Medical Centre, 
Department of Internal Medicine, 
Division of Rheumatology, 
Postbus 5800, 
6202 AZ Maastricht, the Netherlands.
E-mail: monikahifinger@gmx.de
Received on March 9, 2017; accepted in 
revised form on July 11, 2017.
© Copyright Clinical and 
Experimental Rheumatology 2018.

Competing interests: none declared.

Introduction 
To raise quality of care and improve equi-
ty in health for all patients with rheumat-
ic diseases across Europe, the European 
Musculoskeletal Conditions Surveillance 
and Information Network (eumusc.net) 
was initiated as a project co-founded by 
the European League against Rheuma-
tism (EULAR) and the European Union 
(EU) (1). As part of this initiative, eu-
musc.net developed the standards of care 
(SOCs) for the management of rheuma-
toid arthritis (RA) (2). These were based 
on existing management recommenda-
tions and further selected and refined by 
an expert panel of health care profession-
als (HCPs) and patients. In addition to a 
version for professionals, a lay version 
has been developed to help patients un-
derstand whether they receive adequate 
care, and strengthen their voice in the 
management of their disease (2). This 
is particularly important as, despite the 
recognised relevance of patients’ needs 
in healthcare, concerns and preferences 
of patients still receive little attention (3, 
4). A recent study revealed that needs and 
priorities are not the same for all patients, 
nor for patients and their care providers. 
Systematic differences were identified 
e.g. for RA patients with different dis-
ease severity (5). Other studies found 
that RA patients share different care 
priorities compared to HCPs, (6, 7), e.g. 
when choosing treatments patients rather 
focused on the consequences of disease 
activity, whereas HCPs primarily focus 
on disease activity (8). Lack of alignment 
of care with patients´ needs could be an 
important barrier for implementation of 
SOCs. Such insight is relevant for initia-
tives aiming to improve quality of care. 
However, for successful implementa-
tion of SOCs in practice, insight into 
priorities and current level of imple-
mentation is not sufficient. It is equally 
essential to understand the broad range 
of barriers. In addition to discordance 
in priorities between patients and pro-
fessionals, barriers may also include 
restrictions in the health care environ-
ment (e.g. health services not covered 
by the insurance systems or patients 
without adequate access to specialists) 
or within the stakeholders’ attitudes 
(e.g. clinicians do not see the need for 
certain health services). 

Finally, to facilitate implementation, the 
SOCs were also meant to educate pa-
tients about optimal care and were pro-
posed as a self-care tool to monitor the 
quality of care. Various previous stud-
ies investigated the benefit of different 
patient education formats and showed 
that patient education can contribute 
to improved outcomes in RA (9-13). 
Other studies suggest that RA patients 
are able to monitor their disease activ-
ity with beneficial effects on outcome, 
although not all patients were eager to 
do so (14-19). Hence, when proposing 
the lay version of the SOCs as a tool 
for implementation, it is also relevant 
to identify formats and approaches pre-
ferred by patients. 
Therefore, the objectives of this study 
were 1) to investigate the current level 
of implementation and importance of 
each SOC reflected in the eumusc.net 
SOCs from the perspective of the pa-
tients and healthcare professionals, 2) 
to identify potential barriers towards 
implementation of optimal care, and 
3) to understand the attitude of patients 
and physicians towards using SOCs as 
a tool to monitor personal care. 

Material and methods 
A cross-sectional study was conducted 
in the Netherlands (NL) in 2015 and 
2016 among patients with RA and their 
HCP, including rheumatology nurses 
and certified rheumatologists. The 
study protocol and patient survey were 
approved by the local Ethics Commit-
tee of all participating centres. 

Recruitment 
Patients diagnosed with RA by a rheu-
matologist and under care in one of four 
rheumatology practices (2 non-univer-
sity and 2 university hospitals) from 
different regions in NL were invited to 
participate by letter or email. Further 
all rheumatologists of the Dutch Soci-
ety of Rheumatology and all rheumatol-
ogy nurses from the rheumatology unit 
of the Dutch Nurses Association were 
invited by e-mail.  

The Questionnaires
Based on the lay version of the eumusc.
net SOCs, addressing 16 areas of care 
through 20 individual items (questions), 
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two questionnaires (for patients and 
HCPs) were developed. The final pa-
tient questionnaire was then translated 
into Dutch to ensure patients fully un-
derstand each question. The available 
formal Dutch translation of eumusc.
net SOCs has been used as basis for the 
translation of the questionnaire.  
In Part 1 of the questionnaire, partici-
pants were asked to rate each of the 20 
SOC items on a numeric rating scale 
(NRS) across two dimensions: (1) the 
level of care received personally (for 
patients) or the level of care received 
by average patient (for HCPs) to as-
sess implementation (0 = not received 
at all; 10 = fully received) and (2) the 
level of importance to assess priorities 
in care (0 = not important at all, 10 = 
very important). In the patients’ ques-
tionnaire, respondents could alterna-
tively select “not applicable” or “I do 
not understand” when asked for care re-
ceived or “no opinion” when asked for 
importance. All respondents had the op-
portunity to add personal comments for 
individual SOCs (patients) or the SOCs 
overall (patients and HCPs). In addi-
tion, patients were asked to rate on a 
NRS (0-10; 10=fully agree) the level of 
agreement with 6 statements describing 
potential barriers for delivery of care ac-
cording to agreed standards addressing 
(1) limited applicability of standards to 
patients´ individual needs (2) restricted 
access to proposed care (access, avail-
ability, cost coverage) and (3) poor 
physician - patient interplay, resulting 
from (3a) differences in expectations 
and attitude and (3b) physician´s time 
dedicated to patients in clinical practice. 
To reduce the questionnaire burden, the 
questionnaire for HCP only contained 
one open question on potential barriers 
for implementation. In Part 2, the opin-
ion of patients and physicians on patient 
self-care and usefulness of a patient 
tool based on SOCs was assessed. Re-
spondents were asked to rate on a NRS 
scales (0–10; I fully agree) their level of 
agreement with 11 statements covering 
3 domains: (1) expected role of patients 
in the management of the disease, (2) 
possible applications of the self-care 
tool in clinical practice, and (3) possible 
sources to access such a tool. 
Finally, data on patients’ age, gender, 

disease duration (in years) and educa-
tional background (primary, secondary  
or university education) were collected. 
Patients’ overall health status was as-
sessed using the patient global assess-
ment of disease (PatGA). They were 
asked to mark on a 0–10 NRS (0=very 
poor) how they are currently doing, 
considering all the ways in which ill-
ness affects them”). HCPs provided 
information on age, gender and work-
environment (academic hospital, non-
academic hospital, private practice or 
other). 
Questionnaires were piloted among 
20 patients and 27 HCPs. The patient 
survey could be completed online or 
on paper, the HCPs questionnaire was 
administered online (20). 

Statistical analysis 
First, for each SOC a third dimension, 
the “care gap” between optimal care 
and current implementation was calcu-
lated as the difference between the cur-
rent care received (actual score) and the 
optimal care (maximal-score: 10) mul-
tiplied by the reported importance [(10 
– NRScare received)* NRSimportance]. Result-
ing scores could range from 0 to 100 
(higher scores indicate a higher care 
gap). When respondents had selected 
an alternative response options (not ap-
plicable, not understandable, no opin-
ion), no care gap could be calculated. 
Next, scores from patients and HCP on 
each dimension of the SOC, on poten-
tial barriers, and on preferred mode of 
application (patients only) were pre-
sented using descriptive statistics. 
Differences between patients and HCPs 
in assessment for 1) importance or 2) 
level of care received were tested for 
each SOC using independent t-tests 
(samples normally distributed) or the 
Mann-Whitney (samples not normally 
distributed), as appropriate. Same ap-
proach was followed to assess differ-
ences between sub-groups of patients 
based on gender, age (>65 (retired) vs. 
≤65 (working age)), educational level 
(primary versus secondary or university 
education), disease duration (≤2 years 
vs. >2 years) and disease status (PatGA 
≥7 vs. <7 (median)). Differences were 
considered statistically significant for 
p<0.05. To visualise the differences for 

the 20 SOCs between dimensions (for 
same group) or between (sub)-groups 
(for same dimension), spider graphs 
were created. In a scenario analysis, 
SOCs were also classified into broader 
domains representing information re-
lated SOCs and process/structure re-
lated SOCs to explore whether specific 
response patterns could be found across 
these traditional domains of quality of 
care (Supplementary material, appen-
dix A). Written comments of respond-
ents to any of the survey questions were 
analysed qualitatively by identifying 
common constructs.

Results 
In total, 386 patients and 91 HCPs (52 
rheumatologists and 39 nurses) were 
included. Among HCPs, 64 (74%) were 
female, mean age was 49 (SD 9). Among 
patients, 247 (66%) were female, mean 
age was 61 (SD 11) (Table I).

Implementation and importance 
for each item of Standards of Care  
• The patients’ perspective
Table II shows for each SOC the mean 
scores per dimension and Figure 1a 
visualises patterns in scores in a spi-
der graph. Scores for importance were 
≥8.0 for all but two SOCs, confirming 
their relevance. However, scores for 
implementation were systematically 
lower than for importance and this was 
significant in 19 of 20 SOCs. Highest 
scores for importance were found for 
adequate disease-modifying anti-rheu-
matic drug (DMARD) treatment, regu-
lar re-appraisal of treatment targets in 
case of treatment failure and access to 
emergency contacts. These SOCs were 
well implemented. The highest care 
gaps were identified for information 
about alternative therapies (SOC 16, 
38.1 (SD 29.1)), and information about 
options of surgery (SOC 10, 29.7 (SD 
30.8)) but these were not applicable for 
33 and 29% of patients, respectively 
(supplementary material, appendix 
B). Moreover, importance was low for 
SOC 16 (information about alternative 
therapies). When accounting for appli-
cability, the top three care gaps were 
found for receiving a schedule of regu-
lar assessment of disease (SOC 5, 28.6 
(SD 25.5)), early diagnosis within 6 
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months of symptom onset (SOC 1, 25.5 
(32.0)) and availability of a treatment 
plan (SOC 3, 25.1 (SD 22.7)). 
Patients with higher education or poor-
er health scored significantly lower on 
care received but similar on importance 
(Fig. 2). Age, gender and disease dura-
tion did not reveal important differenc-
es with only few items showing signifi-
cant differences between sub-groups 
(Supplementary material, appendix C). 
When grouping SOCs according to in-
formation related SOCs and process/

structure related SOCs, no specific pat-
terns could be identified (Supplemen-
tary material, appendix A)). 
Patients proposed to add information on 
(a) how to manage impairments beyond 
disease activity/pain such as fatigue and 
limitations in physical function or ac-
tivities of daily life, and (b) how to deal 
with the consequences of RA on social 
roles like work and family obligations. 
In addition, some patients suggested to 
better explain and/or simplify the lan-
guage used to describe some SOCs. Of 

note, 30% of patients responded: “I do 
not understand” for information about 
options of surgery (SOC 10). Across 
SOCs, patients with primary education 
tended to score “I do not understand” 
more frequently than patients with sec-
ondary or university education (Supple-
mentary material, appendix C). 

• Comparison of patients’ and 
health care professionals’ perspective
Overall, the differences in absolute 
score for importance and implementa-
tion between patients and HCPs were 
small. However, for implementation 
patients more frequently scored signifi-
cantly lower than HCPs. (Table I; Fig. 
1b). HCPs shared patients’ priorities 
(importance) in care (SOC 6 to 8) and 
considered these to be well implemented 
but also gave priority to educating pa-
tients about treatment benefits and risks 
(SOC 2.2) and clinical status assessment 
prior treatment (SOC 4.1). For the care 
gaps, several SOCs (n=12) turned out 
to be significantly different when com-
paring patients and HCPs, with patients 
often rating higher care gaps (n=11). 
When accounting for the applicability of 
SOCs, the highest care gaps were similar 
for patients and HCP (SOC 1, 3 and 16). 
Additionally, HCPs identified room for 
improvement when informing patients 
on comorbidities, and educate them on 
the importance of family support. 
When grouping SOCs as process/
structure/information related SOCs no 
systematic trend for higher or lower 
scores of either patients or HCPs could 
be observed (Supplementary material, 
appendix A). 

Table II. Characteristics of patients and health care professionals.
 
	 Patients	 Health Care Professionals

	 	 Total	 Rheumatologists	 Rheumatology
		  (Rheumatologists		  Nurses
		  and Rheumatology
		  Nurses)		

Number of participants	 386	 91	 52	 39
Age in years [mean (SD)]	 61.2 (10.9)	 48.6 (9.3)	 47.4 (9.4)	 50.4 (8.6)
Gender [n (%) female]	 247 (66.2)	 64 (73.6)	 28 (54.9)	 39 (100.0)
Education [n (%) university education]	 118 (31.2)	 NA	 NA	 NA
Disease duration in years [mean (SD, median, range,	 15.0 (12.5, 55, 17)	 NA	 NA	 NA 
   interquartile range)]	
Patient Global* [mean (SD)]	 6.4 (2.0)	 NA	 NA	 NA
Work setting [n (%) university setting]	 NA	 26 (29.9)	 14 (26.9)	 12 (34.3)

*Patient global assessment of disease activity (0-10 numeric rating scale, 0: poor health; 10: good health); NA: not applicable.

Fig. 1. Differences and synergies in the assessment of RA care in the Netherlands. 

B. Difference in perceptions between patients and health care professional.

A. Differences between importance and care received/provided.
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Barriers for implementation 
of standards of care
Overall, patients indicated low agree-
ment with predefined potential barriers 
for implementations. The highest limi-
tation was reimbursement of services 
by the health insurance (4.9 (SD 3.6)). 
Furthermore, patients saw limitations 
in the applicability of standards due to 
differences in individual needs (3.6 (SD 
3.0)). Although patients recognised that 
HCPs partly dedicate too little time to 
consultations (4.2 (SD 3.5)), patients 
overall acknowledge that clinicians see 
the need for patient education (2.6 (SD 
3.0)) and implementation of SOCs (2.5 
(SD 2.8)). On the same line, Dutch pa-
tients saw minor limitations in access to 
specialists (1.8 (SD 2.5)) (Fig. 3). Phy-
sicians mainly agreed with patients that 
reimbursement of services proposed in 
SOC was the main barrier. 

Use of lay version of standards 
of care as a patient self-care tool 
in clinical practice
Both physicians and patients agreed on 
the importance of each other’s role in 
care and both supported active involve-
ment of patients in the management of 
their disease. However, physicians sys-
tematically indicated lower levels of 
agreement on the use of SOCs as a pa-
tient self-care tool. In terms of modes 
of access, patients indicated that SOCs 
should be accompanied with explana-
tions (brochure or e-learning) and ex-
pected that HCPs ensured access to the 
SOCs (Table III). 

Discussion 
Patients and HCPs agreed that adequate 
DMARD treatment, access to care in 
emergencies and regular re-appraisal 
of treatment targets in case of treatment 

failure are among the most important 
aspects of RA care, and that these were 
well implemented. Still some relevant 
care gaps were identified including di-
agnosis within 6 months of symptom 
onset, availability of a treatment plan 
and in addition for patients receiv-
ing a schedule of regular assessment 
of disease. Patients and HCPs agreed 
that limited coverage of some recom-
mended health services was a barrier 
for implementation; patients addition-
ally pointed to the limited time of phy-
sicians during consultations. Patients 
with overall poor health and/or higher 
education rated level of care received as 
lower while still sharing similar priori-
ties. Interestingly, patients and physi-
cians equally shared a positive attitude 
towards active patient participation in 
care, but the concept of using SOCs 
as a patient self-care tool was less sup-
ported by physicians. In addition, some 
linguistic and content related improve-
ments were suggested to optimise us-
ability of the tool for patients. 
The substantial agreement on the im-
portance of different aspects of care was 
partly surprising as earlier international 
studies found clear discrepancies be-
tween patients’ and HCPs’ views (5, 8, 
21, 22). It should be noted that the de-
velopment of the SOCs was a joint ef-
fort of experts and patients that likely 
contributed to the overall higher level of 
agreement. Notwithstanding, the present 
study confirmed that patients (compared 
to HCPs) rated priority of pain manage-
ment significantly higher (5, 8, 23). Pro-
fessionals still underestimate the impact 
of pain. Also, patient responses revealed 
that several aspects including manage-
ment of limitations in physical function, 
of fatigue, and of the consequences of 
RA on work participation or family role 
(8, 24, 25) were poorly reflected in the 
SOCs. While these points were included 
in the more detailed elaboration of the 
original SOCs for HCPs, they were 
clearly insufficiently emphasised in the 
lay version. 
Room for improvement in care was 
also identified by all participants. 
Early diagnosis remained a care gap 
despite being frequently emphasised 
as highly relevant for long-term treat-
ment outcomes (26, 27). Interestingly, 

A. Patients´ assessment according to global health status (median of global health). 

*SOC: Standards of care; SOC items are significantly different between sub-groups (p<0.05); PatGA: 
Patient Global Assessment. 

B. Patients’ assessment according to education (primary vs. secondary or high).

* SOC: Standards of care; SOC items are significantly different between sub-groups (p<0.05).

Fig. 2. Ratings of importance and implementation for each of the Standards of Care (SOC) according 
to patients’ characteristics.
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in addition, availability of a treatment 
plan and receiving a schedule of as-
sessments was identified as an area that 
requires more attention in clinical care. 
The findings support an earlier study 
that emphasise the need of such docu-
ments to support patients in the man-
agement of the disease (28). 
Some structural barriers for implemen-
tation of care included increasingly 
limited financial coverage of recom-
mended health services in NL and the 
time pressure among physicians in clin-
ical practice that may hinder adequate 
communication between patient and 
physician and thus potentially lead to 
poor outcomes (29). For the rheumatol-
ogy management team, it will therefore 

remain challenging to address all the 
SOCs in a time constraint clinical prac-
tice situation. To some extent e-health 
programs for patients might offer solu-
tions but likely time of HCPs spent in 
educating patients should also receive 
better rewards. Also electronic health 
records, such as METEOR, may help 
centres and clinicians to optimise qual-
ity of care or improve patient education 
(30). However electronic systems can-
not fully replace personal interactions 
between patients and clinicians and 
should therefore be used with care (31).
Patients with better overall health sta-
tus found SOCs better implemented, 
a finding that is in line with an earlier 
study that found a positive association 

between better health status and patient 
satisfaction (32). However, that study 
also documented positive relationships 
between high satisfaction and older age 
or male gender whereas in the present 
study age and gender did not play an 
important role in the patients’ assess-
ment of care received. Likely, differ-
ences in the construct ‘satisfaction’ and 
‘level of care received’ are not fully 
comparable, and contributed to the dif-
ferences in findings between studies. 
In line with earlier studies, patients 
with lower education rated to receive 
better care than patients with higher 
education (33, 34). Possibly, patients 
with lower education had lower expec-
tations towards information and educa-
tion on care. Keeping in mind that sev-
eral studies show that lower educated 
patients receive less optimal care for 
the same level of disease activity, re-
sults of the current study suggest that 
these patients might be too easily satis-
fied and not sufficiently critical. On that 
line, the impact of helping patients to 
understand what they can expect from 
the healthcare system, as part of their 
health literacy education, should re-
ceive more attention (33-35). 
Patients and HCPs overall agreed on 
the active role of patients in care. Earli-
er studies already advocated for patient 

Fig. 3. Patients’ agreement with potential barriers when implementing Standards of Care (SOC). 

Table III. The use of a patient version of the Standards of Care in RA care. 

Statement	 Patients1)	 Rheumatologists1)

	 n=356 	 n=31
		  Mean (SD)

The roles and responsibilities of rheumatologists and patients in RA care 
It is the responsibility of my doctor to define and monitor the treatment strategy for me	 8.6 (1.8)	 9.3 (0.9)
It is also my responsibility as patient to get actively involved in the management of the disease and state preferences	 8.1 (2.0)	 8.8 (1.2)
Active participation of the patient in the treatment can influence the treatment outcomes/ symptoms	 8.9 (1.3)	 8.7 (1.3)

A lay (patient) version of the Standards of Care as patient tool
All rheumatoid arthritis patients should know the Standards of Care (i.e. optimal care for their disease)	 8.4 (1.7)*	 7.7 (2.1)*
The Standards of Care could be used by patients to get an overview of the most relevant aspects of RA care they	 8.5 (1.6)*	 7.6 (2.5)* 
   should receive	
The Standards of Care help patients to evaluate the quality of care they receive	 8.6 (1.5)*	 7.7 (2.2)*
Knowing the Standards of Care helps patients to request from their doctor additional information, service or care they	 8.7 (1.4)*	 8.0 (2.0)* 
    want/should receive	

Access to a lay (patient) version of Standards of Care
A brochure/leaflet or e-health program with explanatory information could help to fully understand the content and	 8.0 (1.4)	 8.1 (1.9) 
   purpose of the Standards of Care	  
The Standards of Care should be available as a print copy (e.g. flyer, leaflet) that patients can receive from their doctor 	 7.9 (1.6)	 7.8 (1.3)
The standards of care should be easy to find on the internet 	 7.5 (2.2)	 7.7 (1.8)
The Standards of Care should be available as an “App” for smartphones and tablets. I want to have fast and simple 	 6.1 (2.7)	 7.9 (1.1)
   access to it and receive updates automatically	

1) 0-10 numeric rating scale (0=I do not agree, 10 I fully agree), * significant difference (p<0.05) between patients and rheumatologists.
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centeredness and highlighted the posi-
tive impact of patients’ participation 
in care (3, 36). However in line with 
earlier findings, HCPs were somewhat 
less supportive about a patient tool 
(based on SOCs) to allow patients to 
monitor quality of care. Possibly HCPs 
are partly concerned about the limited 
additional benefit in patient outcomes 
(37, 38). 
When developing SOCs towards a pa-
tient tool, patients further suggested 
more detailed explanations on indi-
vidual SOCs to fully understand the 
purpose of each. Of note, in the present 
study “I do not understand” was pre-
dominantly selected by patients with 
primary education and rated frequently 
for SOCs related to information/patient 
education (SOC 10, 16). 
Also, patients frequently considered 
some of the SOCs as not applicable. In 
other words, timing of needs in the pa-
tients’ disease journey should receive 
attention when developing self-moni-
toring tools for patients, e.g. in contrast 
to HCPs, patients perceive a high care 
gap when asked about SOC 10 - infor-
mation on options of surgery, however 
given the success of newer therapies, 
the need for surgeries significantly de-
creased in recent years (39) and conse-
quently HCP may not inform patients 
about therapies not immediately rel-
evant for them. 
Some limitations should be considered 
when interpreting results. First, al-
though the study included 91 HCPs and 
more than 386 patients with diverse 
characteristics, response bias cannot be 
fully excluded. Second, when translat-
ing the original SOCs for HCPs into a 
lay version, simplification was needed 
but some oversimplification might 
have occurred, e.g. important aspects 
like how to deal with the consequences 
of RA on daily living have not been 
specifically addressed although impor-
tance for patients may be high. Third, 
when comparing patients’ and HCPs’ 
scores for implementation, HCPs over-
all tended to score higher. In this con-
text, it may be relevant to recognise 
that patients primarily assessed the 
performance of others, while HCPs pri-
marily assessed their own performanc-
es and thus likely tended to be less 

critical. A gold standard to assess ‘care 
received’ is difficult, but discrepancies 
in opinions can be informative. Last, 
the study has been conducted in NL, 
therefore extrapolation of results may 
partly be limited and we recommend 
repeating this study in other countries 
with different health care environment. 
Still the present study provides valu-
able and generalisable insights into the 
needs of patients and could contribute 
to improvement of care in a number of 
European countries, especially when 
health care settings are largely compa-
rable to NL. 
 
Conclusion
With overall high ratings for levels of 
implementation, patients and HCPs rec-
ognised the comparatively high Dutch 
standards in relation to many other 
countries. Dutch patients and HCPs 
overall agreed on priorities in care for 
patients with RA and considered the 
most relevant SOCs were also the best 
implemented ones. Still, some room 
for improvement in RA care could be 
found, especially by patients with poor-
er health or higher education. Improve-
ments should primarily target early di-
agnosis within 6 months of symptom 
onset, availability of a treatment plan 
and in addition address the patients´ 
need to have a schedule of regular as-
sessment of disease. 

Key messages 
•	 Dutch patients and professionals 

agree on the top three priorities in 
care and find these well implemented 

•	 Care gaps exist for early diagnosis, 
availability of treatment plan, and re-
ceiving regular follow-up schedules 

•	 Patients with poorer health or higher 
education rated lower on level of 
care received.  
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