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Background: Systemic juvenile idiopathic arthritis (SJIA) is a severe autoinflam-
matory disease characterised by systemic features including high fevers, rash and
arthritis. SJIA can impose a high physical, psychosocial, behavioral and financial
burden on patients (pts) and their families.
Objectives: To analyse the impact of the burden of SJIA by evaluating caregiver
perspectives of disease burden utilising a SJIA-specific questionnaire combined
with physician data about disease severity and treatment in an international,
real-world study.
Methods: SJIA treatment centers in France, Germany, Netherlands, UK and the
US participated. Pts (aged 4–18 years) with confirmed SJIA received one of the
following biologic treatments for ≥2 months: anakinra (ANA), canakinumab (CAN),
or tocilizumab (TOC). SJIA burden in patients on biologics was assessed using
a caregiver questionnaire and retrospective chart review. Validated measures
included: Child Health Questionnaire Parent-Form 50 (CHQ-PF50), 36-Item Short-
Form Health Survey (SF-36v2) and Work Productivity and Activity Impairment
questionnaire: Specific Health Problem (WPAI:SHP). Caregivers completed
function, treatment satisfaction and resource utilization questions.
Results: Sixty-one pts enrolled from June 2015- June 2016: 12 on ANA, 25 on
CAN, 24 on TOC; 46% from the US; 48% female; mean age at survey was 11.3
years. Mean age at SJIA diagnosis was 6.4 years, mean age at start of ANA, CAN,
and TOC treatment was 9.9, 9.1, and 7.5 years, respectively. Caregivers were
79% female, mean age 41.2 years, and 36% reduced or stopped working due to
their child’s SJIA. Of the pts enrolled on CAN and TOC, 72% and 46% respectively
had previously been on ANA. Baseline CHAQ, CHQ-PF50, and WPAI scores were
worse in CAN and TOC than ANA pts. Mean (±SD) CHQ-PF50 physical (PhS)
and psychosocial (PsS) summary scores were significantly lower in SJIA patients
than a normative population (PhS: 40.0±18.2 vs. 53.0±8.8; PsS: 46.6±11.3 vs.
51.2±9.1) as was caregivers’ mean SF-36v2 mental component score (46.2±10.7
vs. 50.0+10). Highest caregiver stressors were worry over long-term SJIA impact
on their child (45%) and uncertainty about the future (28%).
Conclusions: Treatment sequencing and patient-reported outcome measures
indicate ANA is used as 1st line for less severe SJIA while CAN and TOC are used
as 2nd/3rd line for severe SJIA. Caregivers expressed stress over the long-term
impact of SJIA and fear for the future and had variable treatment satisfaction and
resource utilisation levels.
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Background: A significant part of patients with inflammatory arthritis are at their
reproductive ages. Biological drugs are one of the important treatment options for
inflammatory artritis which can cause fetal morbidity and mortality. Management of
arthritis during pre-conceptional period is one of the challenges in rheumatology.
Objectives: This study aims to assess whether patients under biological treatment
share their conception intents with their physicians.

Methods: 1580 patients admitted to our outpatient clinic between July 2015 and
July 2016 who were received biological treatment. A questionnaire was performed
to 373 patients who are at their reproductive ages. Patients were asked whether
they or their wifes had got pregnant after the start of biological agent. If they had
got, they were asked;
1. Was the pregnancy intented?
2. Did your physician know if you were going to get pregnant while taking a
biological agent?
Results: There were total of 79 patients who or whose wifes had got pregnant
after the start of biological agent. 34 (%43) out of 79 were female and 45 (%57)
out of were male. Mean age of patients were 35.1 (5.3). Median disease duration
was 10 (IQR=9) years. 24 (30.4%) pregnancies out of 79 were not planned [15
female (44.1%), 9 male (20%), p=0.021]. In addition, 43 (54.4%) out of 79 patients
did not share their pregnancy plans with their physicians [15 (44,1%) female and
28 (62,2%) male (p=0.110)]. 28 (35.4%) of all patients stated that their disease
was active during pre-conceptional period [20 (58,8%) female patients, 8 (17,8%)
male patients, (p<0,001)].
Conclusions: In our study group, almost one third of the patients had unplanned
pregnancies particularly with in female patients. One third of the patients were
in active state before conception according to patients’ report. Almost half of the
patients did not share their plan of pregnancy with their physicians. We suggest
that in routine practise, physicians should ask plan of pregnancy in every clinical
visit.
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Background: Data capture of patient reported outcomes (PROs) is gradually
shifting from data collection on paper in medical office settings to use of computer
or mobile based technologies between doctor visits. Concerns have been raised
that patients may have limited interest in contributing data over time or that they
may only record new data when there has been a change in their clinical status.
Objectives: The objective of this study was to evaluate the patterns and factors
associated with longitudinal PRO data capture among participants in the PCORI-
funded Patient Powered Research Network for adult rheumatologic conditions,
ArthritisPower.
Methods: Patients in the registry were asked to voluntarily complete PROs in-
cluding the RAPID3 and 4 PROMIS instruments plus disease-specific information
via a mobile application (App) on their smartphone or computer. We evaluated
the average time it took the patient to record each of the instruments and the total
number of unique days that patients recorded PROs on the smartphone. Given
the newness of the registry (launched late 2015), longitudinal data was defined
as contributing at least 2 sets of PROs on unique calendar days. We tested the
hypothesis that patients would contribute longitudinal data only when at least
one of their scores exceeded a minimally important difference (MID) of any of
the 5 PROs examined (generally 2–3 units for PROMIS instruments; 3.6 units
for RAPID3). Demographic factors associated with multiple PRO reports were
identified using logistic regression among patients who had been enrolled in the
registry for at least 3 months.
Results: At the time of analysis, ArthritisPower had recruited 2,103 patients, most
(approximately 68%) had RA, and 20% provided their Twitter handle. Average
(SD) age was 50 (12); 87% were women. The mean assessment time for each of
the PROMIS instruments ranged from a low of 16 seconds (Sleep Disturbance)
to a high of 105 seconds (RAPID3). The average score for Pain Interference
was 64.3 (SD: 6.3), Physical Function 37.5 (6.5), Sleep Disturbance 59.3 (8.4),
Fatigue 64.2 (8.4), and RAPID3 15.7 (5.3). Of 1,946 patients who registered the
Smartphone App more than 3 months prior to analysis, 20.6% never contributed
any PRO information, 53.3% answered once, and 26.1% answered at least twice.
Among patients with longitudinal data (≥2 assessments), the mean change score
of PROs between pairwise PRO assessments was <1 point for all instruments
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(Table). Only 23.1% of patients contributing longitudinal data had a change greater
than the MID in any of the 5 PRO measures. Patients with RA (OR: 1.54, 95% CI:
1.14–2.06), biologic use (2.12, 1.43–3.15), and those with Twitter accounts (1.40,
1.08–1.82) were more likely to contribute longitudinal PRO data in the absense of
regular reminders.
Conclusions: Multiple factors were associated with patients contributing longitu-
dinal PRO data. Patients were willing to contribute longitudinal PRO data even
in the absence of a change in their health state exceeding any MID. Additional
efforts are needed to engage patients to contribute PRO data over time.
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Background: Patient-engaged research can improve the safety and satisfaction
outcomes of hip and knee arthroplasty (joint replacement surgery).
Objectives: The objective of this study was to identify the decisions that are most
important to patients when undergoing hip or knee arthroplasty and the factors
they view as important in making those decisions.
Methods: Forty-nine U.S. participants were recruited from ArthritisPower Patient-
Powered Research Network and CreakyJoints arthritis patient community to
participate in structured one-hour discussions held via webinar during January to
April 2016 to understand patients’ experiences with joint replacement. Patients
described decisions that were most important to them and the factors they
used to make those decisions. Discussions were transcribed and coded to
identify themes; patient decisions and factors were identified and categorized
and co-occurrence of decisions and factors was tabulated. Demographic and
procedure-related characteristics were captured.
Results: Eight decisions emerged that were influenced by at least ten factors
(Table). The most important decisions involved whether to have surgery, selection
of surgery date, surgeon, facility, implant device, and ancillary health care pro-
fessionals (HCPs) and services. Factors included current situation, expectations
of having or not having surgery, professional and word-of-mouth familiarity with
surgeon/HCP, procedure, services and device, and perceived value. Patients’
current situation and health status and their expectations of surgery were most
commonly used to make decisions about whether and when to have surgery.
Patients’ trust of and communication with doctors was the most commonly factor
used when deciding on arthroplasty surgeon.

Conclusions: Arthroplasty patients are concerned about a variety of decisions.
Patient-centered research should maximally address questions of importance to
patients and this study is a first step in identifying and prioritizing topics that
matter most to patients and the information that patients currently use to make
joint replacement decisions.
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Background: Patient-reported outcomes (PROs) are key to enabling the com-
prehensive assessment of patient-centered benefits in comparative effectiveness
research (CER). However, the relationships between different PROMIS instru-
ments and condition-specific disease activity measures in diseases such as
rheumatoid arthritis (RA) have not been well studied.
Objectives: The objectives of this analysis were to evaluate the longitudinal
relationship between different PROMIS instruments and the RAPID3, a measure
of self-reported patient disease activity.
Methods: Four NIH PROMIS instruments (Pain Interference, Physical Function,
Sleep Disturbance and Fatigue) and the RAPID3 were administered to participants
in the PCORI-funded ArthritisPower patient registry. After descriptive analytics, we
estimated multiple correlations between PROMIS instruments and the RAPID3.
For each PRO instrument and with each assessment used as the unit of measure,
we calculated the R-squared using mixed models to evaluate how the PROs were
related to each other. Using Pain Interference as an example, we evaluated R-
squared for each model with additional PROs and demographic factors including
enrollment age, sex, race, Twitter account, region, and visit times.
Results: A total of 1,590 unique participants who answered the survey one or
more times were included in the analysis, with mean (SD) age of 49 (12) years.
The mean score for Pain Interference was 63.7 (SD: 7.0), Physical Function
37.5 (8.7), Sleep Disturbance 58.4 (8.7), Fatigue 63.8 (8.8), and RAPID3 15.5
(5.7). Most PROMIS instruments were low to moderately correlated (around
0.2) with each other and the RAPID3. Using Pain Interference as an example,
R-squared measures revealed a high total variance explained (R2=49%) between
Pain Interference and Physical Function (Table); those involving Pain Interference,
Physical Function, Fatigue, Sleep Disturbance and RAPID3 also revealed a higher
variance contribution with these additional PROs (66%). Additional adjustment for
demographic factors added little variance explanation (1.4%).

Conclusions: PROMIS Pain Interference, Physical Function, Sleep Disturbance,
Fatigue instruments and RAPID3 are reasonably correlated to each other. Age,
gender, race and other demographic factors play little role in explaining variance
in PROs. These results suggest potential efficiencies in using some measures to
predict or impute the values for other measures and to optimize the frequency of
patient data collection using at-home technologies including Smartphone Apps
like ArthritisPower.
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