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DEAR EpITOR, We thank Finsterer for the comments on our arti-
cle [1], in which we investigated health-related quality of life
(HRQoL) in patients with idiopathic inflammatory myopathies
(IIMs)  using Patient-Reported Outcome Measurement
Information System (PROMIS) instrument data obtained from
the second COVID-19 vaccination in autoimmune disease
(COVAD-2) e-survey database [2].

In response to the first point, we concur that our study has
several limitations inherent to e-surveys. Importantly, the di-
agnosis of autoimmune diseases including IIM subtypes and
disease activity were patient reported and not verified objec-
tively, although efforts were made to identify the group with
correct classifications as part of an extensive data cleaning
protocol. This was facilitated by eliminating responses
wherein the diagnosis was not verified by a specialist (neurol-
ogist, dermatologist or rheumatologist), individuals with in-
complete entries and those who chose multiple IIM subtypes.
In fact, the demographics of IIM patients were consistent
with previous epidemiological studies, with a mean age of
59years and women accounting for 71.6% of patients.
Current treatments reported by IIM patients also aligned
with what we had expected; for instance, methotrexate
(20.6%) and mycophenolate mofetil (17.0%) were the most
commonly used immunomodulatory agents, followed by
hydroxychloroquine (14.4%), intravenous or subcutaneous
immunoglobulin (13.5%) and rituximab (9.9%). While we
agree that there may not be absolute certainty that responses
came from patients themselves, the COVAD-2 survey was
designed specifically for IIMs and was shared extensively
among myositis patient support groups, wherein most mem-
bers either have IIMs themselves or are their caregivers [3].
These groups have policies to screen out individuals who may

not have the condition. We excluded pregnant and breast-
feeding women, as pregnancy and delivery significantly affect
HRQoL [4]. Social media—driven research is a crucial frontier
in the emerging landscape of digital health and assumes an
even larger role in the context of rare disease research [5].

In terms of the second point of assessing physical and men-
tal health using an electronic questionnaire, HRQoL is a do-
main of patient-reported outcome measures (PROMs) that
evaluates the effect of a disease on the physical and mental
health of individuals living with chronic diseases, including
IIMs [6]. By definition, HRQoL must be evaluated by the
patients themselves, and it is crucial to note that objective dis-
ease activity measures such as those proposed by the
International Myositis Assessment and Clinical Studies
Group fall short of assessing patients’ lived experiences.
PROMIS is a National Institutes of Health—funded initiative
to develop and validate PROMs. PROMIS short forms are
shown to have excellent feasibility and validity not only in
daily clinical practice, but also in e-surveys [7]. A recent mul-
ticentre study in the USA, Myositis Patient Centered Tele-
Research (My PACER), reported that the PROMIS physical
function 20-item short form (PROMIS PF-20) demonstrated
consistent psychometric properties, whether administered in-
person or through smartphone- and web-based technology,
highlighting the excellent feasibility of PROMIS short forms
in telemedicine [8]. Given the study’s self-reported nature,
our results require validation through prospective cohort
studies with physician and patient entries, which would be
the focus of the next phase of the COVAD studies.

The third point is regarding data handling and the appro-
priateness of controls. From a statistical point of view, the
large sample size and comparator group may potentially
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adjust for inadvertent data entry errors. To address missing
data, we conducted sensitivity analyses on variables with
>10% missing values, excluding them from covariates, where
results remained consistent. Finsterer [1] noted that many
controls, defined as those without autoimmune diseases, had
comorbidities and suggested excluding these controls from
the analysis. Our large sample size allowed us to include all
relevant comorbidities in the multivariable model, adjusting
for their effects on HRQoL. Excluding controls with comor-
bidities would significantly reduce the sample size and re-
move older individuals, limiting the results’ generalizability.
Importantly, patients with IIMs were more likely to have
comorbidities compared with other disease groups or con-
trols. Furthermore, several comorbidities were identified as
independent factors associated with impaired physical and
mental health. We believe multivariable analysis was the best
way to assess the modification effect of comorbidities
on HRQoL.

We thank Finsterer [1] for initiating the discussion and
concur that e-surveys have limitations despite the unique ad-
vantage of a large global sample of IIM patients that allowed
the assessment of HRQoL in understudied subtypes like
immune-mediated necrotizing myopathies and overlap myo-
sitis. This breadth is rarely achieved in academic cohorts.
Our findings underscore the importance of patients’ daily
lived experiences and embody patient voices often over-
looked in clinical practice.
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