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patients’ concerns regarding family planning and pregnancy (FPP) were inade-
quately or inconsistently addressed.1

Objectives: To investigate the general level of information on FPP and the 
potential concerns among Danish patients with CIDs.
Methods: An online survey to identify FPP issues was designed, and CID 
patients aged 18–50 years (yrs) were included. Respondents were recruited 
through patient organisations providing their members with a link to the ques-
tionnaire. In addition to demographics, information relating to time of diagno-
sis, treatments received, pregnancies, and course of disease were collected 
along with access to and concerns regarding FPP. Descriptive statistics were 
applied.
Results: Eligible patients included 368 with rheumatological diagnoses (RA, 
PsA, JIA, nr-axSpA, or AS; 304 [83%] female, mean age: 40 yrs; 64 [17%] 
male, mean age: 42 yrs) and 95 with dermatological diagnoses (PSO or 
PsA; 64 [67%] female, mean age: 37 yrs; 31 [33%] male, mean age: 42 yrs). 
Among the rheumatic patients, 43% of females and 53% of males were cur-
rently receiving systemic treatment and 37% of females and 22% of males had 
received >3 different systemic treatments (other than painkillers and non-ste-
roidal anti-inflammatory drugs [NSAIDs]). Lack of access to FPP information 
was consistent across age groups, but higher in those with dermatological 
diagnoses (Table).
In total, 68% of patients with rheumatological and 73% with dermatological 
diagnoses had biological children and among these 18% and 23% of patients, 
respectively, indicated their disease had affected how many children they had 
or planned to have. The most frequent concerns among patients with rheu-
matological diagnoses were the potential physical impact of a pregnancy, dis-
ease worsening, heredity and being able to take care of the child (19, 16, 16 
and 13%, respectively), whilst disease worsening and heredity (12 and 16%, 
respectively) were the most frequent concerns in those with dermatological 
diagnoses. Many patients experienced disease worsening during or after preg-
nancy (rheumatologic diagnoses: 16% and 34%; dermatologic: 20% and 59%, 
respectively).
Conclusion: Danish CID patients of reproductive age have concerns related 
both to their disease and to FPP, which affect their decisions around family plan-
ning. The majority of patients responding to this survey reported limited access to 
information about FPP, pointing to a need for healthcare professionals to provide 
standardised family planning information.
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Table.  Proportion of patients with rheumatological or dermatological 
diagnoses who reported having little or no access to FPP information, 
stratified by age

Age Rheumatological diagnosis
N (%)

Dermatological diagnosis
N (%)

18–29 yrs  19 (49) 14 (74)
30–39 yrs 61 (58) 16 (73)
40–50 yrs 134 (60) 34 (63)
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ARTHRITIS FROM PATIENTS’ PERSPECTIVE
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Background: Rheumatoid arthritis (RA) as chronic and progressing to disability 
disease decreases a quality of life of every person suffering from it. Knowledge 
about this influence from patient perspective is important to limit burden of RA 
and organize appropriate care for patients.
Objectives: RA has input on every area of individual and social lives. Recogni-
tion of patients’ situation in daily life, professional life, participation in treatment, 
taking life decision gives possibilities to better understanding of diseases and 
starting activities to change lives with RA. Aim of research was to learn attitudes, 
knowledge and experiences of people living with RA.
Methods: The study was initiated by KnowPR in partnership with Polish Rheuma 
Federation ‘REF’. Main researcher was Tomasz Sobierajski PhD., sociologist 
from Warsaw University. The first stage of the study was a workshop with patients 
with RA organized by REF. It was brainstorming to identify main problems, appro-
priate understand life with RA and discussion on questionnaire. After small pilot 
study on questionnaire, research was made by CAWI technique. Questionnaire 
had been linked on professional websites, facebook, Twitter, health forums. The 
data had been completed during one month - January 2019.
Results of survey were presented in booklet with comments. Opinions introduc-
ing results were done from persons represented patronages of project: minister 
of patient rights, president of Polish Society for Rheumatology, national consult-
ant in rheumatology, directors of National Institute of Geriatrics, Rheumatology 
and Rehabilitation. Publication was enriched by stories of people with RA living 
full lives. Publication was launched during press conference and disseminated in 
hard copies and on-line with free access.
Results: In survey took part 619 respondents with RA - mostly women (90%). 
The biggest group of respondents (34%) was in age 46-60 years old. Duration of 
disease was different – from few months to more than 40 years. More than half 
of respondents are suffering from RA more than 10 years. Disease influences of 
every life area. Only 38% of respondents participate in decision about their treat-
ment and took it together with rheumatologist. There are different opinions about 
way of taking medication. There are not differences among age groups and dura-
tion of disease in this. Majority of patients suffer from pain (73%), from limited abil-
ities (68%) and from permanent fatigue (69%) in everyday lives. Rheumatologist 
has the biggest confidence among patients like a source of information about dis-
ease (73%). Other health professionals have lower confidence (35-40%). Majority 
of respondents (68%) note his knowledge about diseases like rather good and 
better. Respondents didn’t connected their decision of having a child with disease 
how it has been before (59%). Part of respondents had to change or resign of 
professional work (30%). Part of them resigned from social life and hobbies before 
disease. In opinion of 57% of respondents RA changed totally their lives (57%).
Conclusion: Results of survey was used like a tool in lobbying for accessibility 
in newest treatment in RA. Further recognize of quality of life in RA is needed. 
Interviews of focus groups and individuals are planned.
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Background: Development of a standardized approach to assess key elements 
of disease activity in rheumatology clinical trials has been the goal of Outcome 
Measures in Rheumatology Clinical Trials (OMERACT), American College of 
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Rheumatology (ACR), and European League Against Rheumatism (EULAR).1,2,3 
The core sets of measures developed include assessments and composite indi-
ces incorporating use of patient-reported outcomes (PROs) and clinical meas-
ures and clinicians’ assessments to quantify disease activity over time.2 PROs 
are important indicators of disease activity and variability, and they are increas-
ingly used to evaluate treatment effectiveness. Little is known about PROs that 
patients with rheumatic conditions find most important to convey their experience 
with their condition and its treatment.
Objectives: To examine PROs selected by patients with rheumatic conditions 
in the ArthritisPower registry to identify symptoms they found most important to 
track digitally.
Methods: Adult US patients within the ArthritisPower registry with rheumatoid 
arthritis (RA), psoriatic arthritis (PsA), ankylosing spondylitis (AS), systemic 
lupus erythematosus (SLE), osteoporosis (OP), osteoarthritis (OA), and fibromy-
algia syndrome (FMS) were invited via email to participate in this study. Enrolled 
participants (pts) were prompted to select ≤10 PRO symptom measures they felt 
were important to track for their condition at baseline via the ArthritisPower app. 
At 3 subsequent time points (Month [m] 1, m2, m3), pts were given the option 
to continue tracking their previously selected PRO measures or to add, remove 
and/or select different measures. At m3, pts completed an exit survey to prioritize 
≤5 measures from all measures selected during study participation and to spec-
ify other symptoms not available that they would have wanted to track. Measures 
were rank-ordered based on number of pts rating the item as their 1st, 2nd, 3rd, 
4th or 5th choice and weighted by multiplying the rank number by its inverse for a 
single, weighted summary score for each measure. Values were summed across 
all pts to produce a summary score for each measure.
Results: Among pts who completed initial selection of PRO assessments at 
baseline (N=253), 184 pts confirmed or changed PRO selections across m1-3. 
Mean (SD) age of pts was 55.7 (9.2) yrs, 89.3% female, 91.3% White, mean 
disease duration of 11.6 (10.6) yrs. The majority (64.8%) self-reported OA, fol-
lowed by RA (48.6%), FMS (40.3%), PsA (26.1%), OP (21.0%), AS (15.8%) and 
SLE (5.9%), not mutually exclusive, and were similar to the overall ArthritisPower 
population. The average number of instruments (SD) selected for baseline com-
pletion was 7.0 (2.5), 7.1 (2.4) at m1, 7.2 (2.4) at m2, and 7.0 (2.5) at m3. The top 
5 PROs ranked by pts overall as most important (weighted summary score) for 
tracking were Fatigue (71), Physical Function (58), Pain Intensity (50), Pain Inter-
ference (49), Duration of Morning Joint Stiffness (41) (Figure 1). Fatigue, Physical 
Function, and Pain were consistently in the top 5 across diseases while Depres-
sion was more frequent among pts with OA, AS and FMS. Pts’ PRO selections 
showed stability over time except for the RA Flare measure which decreased 
from 70.5% of RA pts at baseline to 13.6% at m3.
Conclusion: The symptoms prioritized by pts included fatigue, physical function, 
pain, and joint stiffness. Pts‘ choices were consistent over time. These findings 
provide insights into symptoms rheumatology patients find most important and 
will be useful to inform design of future patient-centric clinical trials and real-
world evidence generation.
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Background: Intra-articular therapy (IAT) is routinely used in rheumatic and 
musculoskeletal diseases (RMDs). In order to improve the effectiveness and 
safety of IAT, it is essential to understand patients’ perceptions and needs.
Objectives: To assess the perspective of persons who have experienced IAT, 
including perceptions on benefits and safety.
Methods: A steering committee (including a patient research partner) prepared 
a 44-item questionnaire based on the information needs of a Taskforce on IAT 
in adult patients with RMDs. The questionnaire was translated into 11 languages 
and disseminated via EULAR PARE associations and social media. Persons 
who had experienced at least two IAT procedures were eligible for the survey. 
Descriptive statistics were used to summarise results as well as inductive codifi-
cation of open-ended questions.
Results: The survey was answered by 200 individuals diagnosed with rheuma-
toid arthritis (66%), osteoarthritis (21%), spondyloarthritis (10%), psoriatic arthri-
tis (9%), and others (16%). The mean number of IATs received was 7 (SD 8), 
mainly in the knee (66%), shoulder (42%), and wrist (28%), and primarily with 
corticosteroids (83%) or hyaluronic acid (16%). Twenty-seven percent had not 
been informed about benefits or potential complications of IAT, and 73% had not 
been asked whether they wanted local anaesthetic. Consent was deemed nec-
essary by 82 (41%). Most (65%) had never received an ultrasound (US)-guided 
injection, and of those who had experienced blinded and guided injections, 42 
(63%) preferred US-guided because of increased perceived accuracy and confi-
dence in the procedure. Only 50% reported a clear benefit of IAT, mainly in terms 
of reduced pain and increased joint mobility, but also perceived reduced inflam-
mation, with effect from immediate to 36 hours or even 3 weeks post-injection, 
and that lasted from as little as less than one week to years. Regarding safety, 40 
(20%) had experienced some complications from IAT, including but not limited to 
increased pain, impaired mobility, rashes, or swelling.
Finally, the respondents suggested improvements in the procedure, including: 
(1) wider availability; (2) less painful procedures; (3) greater efficacy, faster and 
longer-lasting; (4) fewer side effects; (5) a clear diagnosis beforehand; (6) bet-
ter shared decision-making, including better information; (7) follow-up, (8) better 
accuracy; and (9) more expertise.
Conclusion: The survey has identified gaps in the IAT procedures, such as a 
need for clearer information. Patients perceive IAT as relatively safe, though pain-
ful, and with varying effect. Suggestions for improving the procedure, including 
more expertise, should be relayed to professionals and relevant organisations.
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