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Results: 413 patients [34(25-43) years, male: 319 (77.2%)] were recruited. After 
a median follow up of 12 (6-17) years, 58 patients (14%) developed incident 
HT (IHT+group). In baseline multivariable Cox regression analysis, ESR and CV 
risk scores were significantly associated with developing IHT (p<0.05) (Table 1). 
Using time-varying multivariate analysis, higher inflammatory burden (ESR≥20) 
was significantly associated with developing IHT after adjusting for FRS and 
SCORE respectively.  Use of csDMARDs was significantly linked to develop IHT 
after adjusting for baseline FRS, while a trend suggesting that csDMARDs was 
associated with an increased risk of IHT after adjusting for baseline SCORE was 
observed (Table 2).

Table 1. Multivariable analysis with Cox proportional hazard regression 
for the baseline predictors of incident HT.

Table 1a. 

 Model 1 Model 2

 HR (95%CI) p-value HR (95%CI) P-value

BASDAI≥5 1.44 (0.78, 2.67) 0.244 1.39 (0.75, 2.59) 0.3 
ESR 1.01 (1.00, 1.02) 0.003* 1.01 (1.00, 1.02) 0.003* 
BASFI 1.03 (1.00, 1.02) 0.616 1.03 (0.92, 1.16) 0.572
Baseline disease duration 1.04 (1.00, 1.08) 0.102 1.03 (0.98, 1.08) 0.215
Symptom duration 1.01 (0.98, 1.05) 0.513 1.02 (0.98, 1.05) 0.386
FRS 1.05 (1.03, 1.08) <.001*   
SCORE    1.23 (1.12, 1.36)  <.001*

Table 1b. 

 Model 1 Model 2

 HR (95%CI) p-value HR (95%CI) P-value

BASDAI≥6 1.53 (0.84, 2.78) 0.166 1.47 (0.81, 2.69) 0.209
ESR 1.01 (1.00, 1.02) 0.003* 1.01 (1.00, 1.02) 0.003* 
BASFI 1.03 (0.92, 1,15) 0.646 1.03 (0.92, 1.16) 0.599
Baseline disease duration 1.04 (1.00, 1.08) 0.121 1.03 (0.98, 1.07) 0.244
Symptom duration 1.01 (0.98, 1.05) 0.530 1.02 (0.98, 1.05) 0.391
FRS 1.05 (1.03, 1.08) <.001*   
SCORE    1.23 (1.11, 1.35)  <.001*

Conclusion: Higher baseline and time-varying inflammatory burden predict the 
development of IHT in addition to traditional CV risk scores in axSpA patients. 
While exposure to csDMARDs may be associated with the development of IHT, 
NSAIDs and biologic DMARDs use were not associated with the development 
of IHT.
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Table 2. Multivariable analysis with Cox proportional hazard regression 
for the time-dependent predictors of incident HT.

Table 2a. 

 Model 1 Model 2

 Time-dependent HR (95%CI) p-value Time-dependent HR (95%CI) P-value

ESR 1.01 (1.00, 1.03) 0.085 1.01 (1.00, 1.03) 0.074
csDMARDs 2.24 (1.04, 4.82) 0.04* 2.16 (1.00, 4.68) 0.05
FRS 1.05 (1.01, 1.08) 0.008*   
SCORE   1.24 (1.09 1.41) 0.001*

Table 2b. 

 Model 1 Model 2

 Time-dependent HR (95%CI) P-value Time-dependent HR (95%CI) P-value

ESR≥20 2.22 (1.05, 4.72) 0.038* 2.27 (1.06,4.82) 0.034*
csDMARDs 2.17 (1.01, 4.64) 0.047* 2.09 (0.97, 4.50) 0.059
FRS 1.05 (1.01, 1.08) 0.01*   
SCORE   1.23 (1.08, 1.41) 0.002*
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Background: Traditionally viewed as a disease of White men, global frequency 
and disability burden of female gout are rising disproportionately to male gout.1 
Moreover, emerging US cohort data suggest gout and hyperuricemia impart 
larger burdens on Black adults than Whites.2 These racial disparities may be 
largely attributable to differences in non-genetic, mainly modifiable gout risk fac-
tors e.g., BMI, diet,3,4 and chronic kidney disease (CKD). However, national-level, 
general population data on racial differences in burden of gout, and potential 
mediators, are lacking.
Objectives: To determine and quantify sex-specific mediators of racial dispari-
ties in gout prevalence among a nationally representative sample of US adults.
Methods: Using recent decadal data (2007-2016) on physician-diagnosed gout 
and hyperuricemia from the National Health and Nutrition Examination Survey, 
we compared contemporary sex- and race-specific prevalences and conducted 
sequential causal mediation analysis (adjusting for upstream mediators following 
causal pathways)5 to determine the proportion of the racial differences attribut-
able to 7 potentially mediating social and clinical factors (see DAG in Figure 1): 
low education, poverty, body mass index (BMI), alcohol, poor quality diet (poor 
DASH adherence), diuretic use, and CKD (eGFR <60 mL/min, using the latest 
equations that do not include a coefficient for Black race6, per National Kidney 
Foundation and American Society of Nephrology recommendations.7)
Results: Age standardised prevalence of gout was 3.5% and 2.0% in Black and 
White women, respectively (age-adjusted OR =1.8 [95% CI: 1.3 to 2.5]), and 7.0% 
and 5.4% in Black and White men (age-adjusted OR =1.3 [1.0 to 1.6]). Most risk 
factors were more frequent/elevated in Blacks than Whites, except alcohol con-
sumption, which was lower in Blacks (both sexes). BMI levels and poverty were 
higher in Black women, but similar between Black and White men.
Largest mediating factor of excess gout cases among Black women was excess 
BMI, accounting for 56% of the racial difference (independent of education, pov-
erty, diet, and alcohol), followed by CKD (24%), poverty (17%), and poor diet 
(12%) (see Table 1).

Table 1. Indirect (mediation) effects of potential mediators, using sequen-
tial mediation analysis, for the association between Black race and odds 
of gout in US women and men.

 WOMEN MEN

Effect Estimate 
(OR), 95% CI

Proportion 
Mediated, 

%

Effect Estimate 
(OR), 95% CI

Proportion 
Mediated, 

%

Indirect (Mediation) Effect     
Education (high school or less) 1.01 (0.98 to 1.03) 2.4% 1.01 (0.98 to 1.03) 3.3%
Poverty 1.07 (1.04 to 1.10) 16.9% 1.00 (0.99 to 1.00) 0.53%
Alcohol consumption (# drinks/

week, continuous)
0.99 (0.96 to 1.01) -3.4% 0.99 (0.98 to 1.00) -4.5%

DASH diet score (continuous; 
higher scores = ↓ adherence)

1.05 (0.96 to 1.01) 12.0% 1.05 (1.01 to 1.10) 19.8%

Body mass index (continuous) 1.25 (1.14 to 1.37) 55.9% 1.03 (1.02 to 1.04) 11.9%
Diuretic use 1.03 (1.01 to 1.05) 7.6% 1.04 (1.02 to 1.06) 14.2%
Chronic kidney disease 1.10 (1.04 to 1.16) 23.9% 1.12 (1.08 to 1.17) 45.6%
Direct Effect 0.94 (0.68 to 1.30)a −15.2% 1.02 (0.83 to 1.26)b 9.2%
Total Effect 1.49 (1.12 to 1.98) 100% 1.29 (1.05 to 1.57) 100%

DASH=Dietary Approaches to Stop Hypertension; ap=0.52, bp=0.83

Among men, CKD was the largest mediator (46%), followed by poor diet (20%) 
and diuretic use (14%). BMI (12%) and poverty (0.5%) mediated smaller propor-
tions of the racial difference among men compared to women. Mediators of racial 
differences in hyperuricemia closely agreed with gout results.
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Conclusion: Contrasting with historical views, gout is more frequent among 
Black adults in the US than their White counterparts, especially women (two-
times greater in Black women vs. White). Culturally informed efforts to reduce 
these disparities should focus on excess adiposity, diet quality, and kidney dis-
ease while recognising the impact of poverty in female gout.
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Background: Patient research partners (PRPs) are increasingly included in 
research as well as guideline development task forces in rheumatology. In obser-
vational and registry studies the role and involvement of PRPs is not clear.
Objectives: We aimed to evaluate current PRP involvement in registry research 
as well as benefits and barriers of implementation in practice.
Methods: Based on a round table discussion during the EULAR Registries and 
observational drug studies meeting (RODS) in 2019 we used mixed methods 
methodology (survey and focus groups) to study the role of PRPs and involve-
ment in research. The survey was sent to investigators of registries across Europe, 
participants of RODS meetings and members of the EULAR PARE (People with 
Arthritis / Rheumatism across Europe) network. Interested survey participants 
were further invited to one of three focus groups. The conduction of the focus 
groups (FG) was guided by a semi-structured guide based on the survey results. 
An inductive thematic analysis approach was applied to qualitative data.
Results: We received 45 survey responses with around half of them from 
patients. The mean importance of PRP involvement was scored VAS±SD: 
75±24mm (on a 100mm VAS), but the actual involvement was rather low (VAS: 
32±20mm) and 12 participants had no experience with PRPs. The most common 
current practice was patient involvement in design of studies (32%), cooperation 
with patient organisation for recruitment (32%) and involvement of PRPs in the 
management board (32%). The most important need of PRP integration was 
attributed in the stages of design and preparation before recruitment. 11 survey 
participants even indicated that PRPs should be involved in all stages/tasks of 
research. During the focus groups 5 main themes (Table 1) could be identified. 
Complementary perspectives lead to greater synergy between researchers and 
patients and further the aim of deriving more valid outcomes. For successful 

involvement of PRPs, ideally PRPs should be heterogeneous in regard to their 
lived experience, education ought to be provided and researchers are respon-
sible to offer an environment where PRPs feel comfortable. All FGs elaborated 
on different roles that PRPs can take on, although the researcher FGs outlined 
more different tasks of involvement than the PRP group. One theme summarised 
different barriers for PRP involvement, which have not been a topic of discussion 
in the FG composed of PRPs only.

Table 1. Overview of themes, sub-themes, and presence of theme 
according to which focus group discussion.

Theme Sub theme Focus Groups

Researcher Researcher and 
Professionals 

PRPs

1.Current experiences 
of PRPs involvement 
in research

Researcher experiences of 
involving PRPs

X  X

Patient experiences of being 
involved as PRPs 

 X X

2.The role of PRP 
in registries and 
research 

Complementary perspectives 
between researchers and 
PRPs

X X X

The aim of patient 
involvement in research

X   

3.Points to consider for 
involving PRPs in 
research 

Consider professional and 
social backgrounds

 X  

Provide PRPs education and 
training 

 X X

A welcoming environment for 
PRPs to contribute 

 X X

4.PRP involvement in 
different phases of 
the research process

Give PRPs a voice in 
research committees 

X  X

Identify questions that are 
most relevant to patients 

X X  

Select the most relevant 
outcomes to patients 

X  X

Improve recruitment 
strategies 

 X  

analysis, interpretation and 
dissemination of results

X X  

5.Barriers to involving 
PRPs in research

Recruiting PRPs from ethnic 
minorities 

 X  

Researchers’ preconceptions 
of patients’ ability to be 
involved in research 

X   

Challenging to ask 
patients to help analyse 
quantitative data

X   

Limited financial resources X   

Figure 1. the empirical research cycle - basis for discussion of the role, opportunities & chal-
lenges for patient research partners in registry and observational drug study research. X/Y 
indicates the number of votes for including PRPs at the respective stage.

Conclusion: There is room and much appreciation of PRP involvement in reg-
istry research. Researchers and PRPs could use the strategies proposed in this 
study to define PRP roles and plans of ongoing and future studies.
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