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ABSTRACT: Juvenile chronic arthritis (JCA) is characterized by arthritis and onset before 16 years
of age and of unknown etiology with an annual incidence between 7 and 23/100,000 in the Nordic
countries. Several studies report different results concerning long-term outcomes. There are few
population based longitudinal long-term follow-up studies of JCA.

We have conducted a longitudinal population based study of one cohort of incidence and one of
prevalence cases of JCA. Out of 132 patients in the prevalence cohort, 128 were followed for 5 years
with annual reports. At the 5-year follow-up the disease was active in 12%, stable in 28%, inactive in
25% and in remission in 34%. Thirty-four percent had changed subgroup, 8% had developed uveitis
and the median Childhood Health Assessment Questionnaire (CHAQ) score was 0.13 (range 0.0-1.9).
The number of involved joints at inclusion predicted active disease. Disease onset age, number of
involved joints and joints with arthritis at inclusion were positively correlated with continuous disease
and the CHAQ score at the 5-year-follow-up.

After an average of 17 years from disease onset 86 individuals of the incidence cohort participated in a
follow-up. Forty percent were in remission, 44% had changed subgroups, the median HAQ score was
0.0 (0.0-1.5) and Keitel functional test score 100 (54-100). Health related quality of life evaluated by
the Short Form-36 was found significantly lower in JCA compared to a reference group. Thirty-nine
percent of the individuals in remission at the 5-year follow-up were no longer in remission. Long-term
outcome was predicted by characteristics at the 5-year follow-up rather than at the onset.

Calcanear bone mineral density (BMD) was measured with dual-energy absorptiometry and laser in 85
individuals of the incidence cohort at the 17-year follow-up. The BMD Z-scores were significantly
lower in both sexes compared to the reference population, also in the individuals in remission. A BMD
Z-score < -1SD was associated with the use of hormonal contraceptives in the women and the disease
activity at the 17-year follow-up in the men.

To investigate long-term socioeconomic outcomes the prevalence cohort was examined at an average
of 22 years after disease onset when the patients had reached 28-35 years of age. Ninety-five
participants, 71% of the original cohort, were followed-up. The participants answered a questionnaire
concerning education, income, disability benefits, marital/civil status and children. Among the women
14.9% had full or partial disability pension compared to 3.0% in the general population (p<0.001). The
men had borderline lower education compared to the general population (p=0.051). No significant
differences in income, marital/civil status and reproduction either for men or women were
demonstrated; no predictors during the early disease course and socioeconomic outcomes were
identified.

To conclude, in these two longitudinal long-term outcome studies, JCA was shown to be
heterogeneous both concerning course of subgroup and disease activity and only 40% were in
remission at the 17-year follow-up. The quality of life and the calcanear BMD were negatively
affected. No large impact on socioeconomic outcomes was found on group level.
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