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Not just pain and morning stiffness duration in the daily
experience of patients with polymyalgia rheumatica.
Does the rheumatologist listen to all patient-reported outcomes?
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Abstract

Patient-reported outcomes (PROs) provide a means for patients to communicate with their care
teams about their disease. Polymyalgia rheumatica (PMR) is considered to be one of the most com-
mon inflammatory rheumatic diseases in older adults. The Visual Analogue Scale (VAS) of pain is
the only PRO assessed by the PMR activity score (PMR-AS), which is still the only validated score for
monitoring disease activity in patients affected with PMR. Other PROs such as fatigue, sleep distur-
bances, depressive symptoms, and patient’s perspective related to adverse effects of prednisolone
are still unmet needs. This short communication suggests the gerontorheumatological outpatient

clinic as an answer.
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Polymyalgia rheumatica (PMR) is considered to be
one of the most common inflammatory rheumatic dis-
eases in older adults. The main symptoms in PMR pa-
tients are a sudden-onset bilateral pain in the shoulder
and pelvic girdles, associated with morning stiffness
lasting > 45 min. In some patients, neck ache is also
present.

Consequently, all self-care activities of daily living
dependent on the shoulder and pelvic girdles are sig-
nificantly restricted, including getting dressed, toileting,
getting in and out of a bath, and turning over in bed.
These disabling effects are so sudden that the patient
remembers the exact day and hour when PMR started.

Low-dose glucocorticosteroids (GCs) are an effective
treatment resulting in a striking improvement of symp-
toms. However, the rates and timing of improvement are
not the same for all patients, and relapses are possible,
especially during the first months of GC therapy [1, 2].

In 2005, Leeb and Bird [3] proposed a PMR activity
score (PMR-AS) incorporating five variables: C-reactive
protein (CRP) concentrations, patient’s pain assessment,
physician’s global assessment, morning stiffness dura-
tion, and elevation of the upper limbs.

To date, the PMR-AS is the only validated score for
monitoring disease activity in patients affected with
PMR. Nevertheless, an international work group high-
lighted the important and missing variables as assess-
ment of GC dose, hip functions and patient’s global
assessment [4].

In 2018, Devauchelle-Pensec et al. [5] described
a modified version of Leeb and Bird’s PMR-AS to apply
in patients whose CRP concentrations are unavailable
or uninterpretable. To date, these two activity scores are
still poorly used in published literature, although they
could be a way to speak a common language and have
comparable data.
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Patient-reported outcomes (PROs) provide a means
for patients to communicate with their care teams about
their disease. In addition, PROs have been proven to add
valuable and unique information on treatment efficacy
and quality of life that is immediately relevant to the
management of their disease activity [6-8].

The Visual Analogue Scale (VAS) of pain is the only
PRO assessed by the PMR-AS. Moreover, morning stiff-
ness duration is different from daily stiffness severity.
Indeed, stiffness severity fluctuates throughout the day
(and is not restricted to the morning), and it influences
functional ability more than pain and morning stiffness
duration [9].

Finally, as recently reported by some investigators,
pain and stiffness can have different profiles over time
[10]. Fatigue, sleep disturbances, depressive symptoms,
and patient’s perspective related to adverse effects of
GCs [11, 12] are other relevant PROs.

The facts are that:

1) less than 10% of published studies measured fatigue
or physical functions [13],

2) recently, an overall lack of robustness and accuracy
emerged for diagnosis of depression and depressive
symptoms in PMR patients, because rating scales
were used in published literature rather than target-
ed clinical interviews and/or standardized diagnostic
criteria [14],

3) the assessment of sleep disturbances in PMR patients
is still anecdotal [15],

4) with regard to the assessment of patients’ perspec-
tives related to GC additional morbidity, there are
very few studies about emotional and psychological
consequences of GC therapy in PMR patients, despite
their strong impact on the relationship between pa-
tient and rheumatologist [16-18],

5) although the management of rheumatologic disor-
ders in elderly patients is often complicated by co-
morbidities and by an increased frequency of adverse
drug reactions, these patients are not always system-
atically assessed for these variables [19].

Since 2014, the OMERACT-PMR special interest group
published some articles on these topics, highlighting
— for instance — that the instruments used to measure
outcomes in some rheumatic patients are not always
appropriate for PMR patients [12, 13, 20-23].

In particular, Owen et al. [20] pointed out that some
questions proposed by the Health Assessment Question-
naires (HAQ) are not relevant in older patients, and that
— therefore — the HAQ might not be an effective tool for
measuring the physical functions in patients with PMR.

Other questionnaires such as the Functional As-
sessment of Chronic Illness Therapy (FACIT) — Fatigue

questionnaire have been validated in some rheumatic
diseases such as psoriatic arthritis but not in PMR [21].

On the other hand, sleep disturbances are often ex-
pressed by PMR patients but they are not included in
a core domain set for PMR [13, 20]. There is therefore
a long way still to go.

The gerontorheumatological outpatient clinic differs
from the non-gerontorheumatological outpatient clinic
because it has a specific methodological instrument
that is the multidimensional assessment, able to take
into account — for instance — all the age-related psy-
chological, social, and cultural issues, that are likely to
have an impact on health status and patient’s treatment
[24-26).

All too little is being written about the absence in
almost all the research groups of those who know the
“older patients’ language” and can identify all age-relat-
ed health hazards.
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