Editorial

Concerns about the taxonomy, definition and coding
of fibromyalgia syndrome in ICD-11: the potential
for negative consequences for patient care and research
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International Statistical Classification
of Diseases and Related Health Prob-
lems (ICD) codes of the World Health
Organisation (WHO) are currently used
by about 27 countries worldwide, pri-
marily for reimbursement and resource
allocation, but have become an im-
portant source of health care services
research. The current ICD-10 was re-
placed by ICD-11 on January 1, 2022.
An important change introduced in the
ICD-11 is the systematic classification
of clinical conditions associated with
chronic pain (1), as proposed by an
interdisciplinary working group of the
International Association of the Study
of Pain (IASP) and the WHO (2, 3).
Fibromyalgia syndrome (FMS) was re-
located from its legacy ICD-10 chapter
location (diseases of the musculoskel-
etal system and connective tissue) to
the new category block in the chapter
“Symptoms, signs or clinical findings,
not elsewhere classified”, as an inclu-
sion term under Chronic primary pain >
Chronic widespread pain (CWP). This
working group did not discuss the new
definition and classification of FMS in
the ICD-11 with the boards of other
medical associations (e.g. rheumatol-
ogy) or FMS-patient organisations. As
clinicians, researchers and guideline
makers occupied with FMS, we offer
critical comment on taxonomy, defini-
tion and coding of FMS according to
the ICD-11 and the potential for nega-
tive consequences for patient care and
research.

Taxonomy

FMS is no longer identified as a con-
dition of the musculoskeletal system,
contrary to current understanding in

the literature (4). Remarkably, the
body structures involved in CWP as
listed in the TASP proposal of June 26,
2019, namely connective tissue, skel-
etal and/or smooth muscle structures
(5) have been eliminated in the ICD-
11. The IASP working group has not
published any statement to provide
clarification of why the initial proposal
with which we agree has not been in-
corporated into the definition of CWP
and FMS in ICD-11. The five body
quadrants identified for pain location
for CWP and FM include (upper left,
upper right, lower left, lower right of
the body) and axial (neck, back, chest
and abdomen) (1-3). With the ICD-11
requirement that 4 of 5 body regions be
painful in order to meet FMS criteria,
primary headache and irritable bowel
syndrome (IBS) pain could be attrib-
uted to FMS. Thus, the ICD-11 defi-
nition of FMS has transformed FMS
to be a multisystem pain disorder. We
acknowledge that many FMS-patients
meet the criteria of other chronic pain
syndromes such as irritable bowel syn-
drome or chronic tension headache
(so-called overlapping pain conditions)
(6). However, this statement similarly
also applies to other chronic primary
pain conditions (7). The consideration
of potential comorbidities is important
for the management of FMS (8). How-
ever, a “lumping” approach including
different chronic pain syndromes such
as FMS, IBS and chronic tension head-
ache in one category is not appropri-
ate because — besides common general
treatment principles such as education
and physical activity — specific phar-
macological treatment options are rec-
ommended for each of these chronic
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primary pain syndromes and may differ
according to the condition.

Chronic primary headaches are cross-
referenced in this section making use
of the “multiple parenting” option of
ICD-11, which means that chronic mi-
graine is listed in both the headache
section and the chronic pain section
(2). We suggest that “multiple parent-
ing” should also be possible for FMS
in ICD-11. We believe that FMS should
receive a diagnostic code in the chapter
“Diseases of the musculoskeletal sys-
tem or connective tissue”, too.

In addition, we suggest that FMS
should be integrated in the subcatego-
ry “chronic primary musculoskeletal
pain” as “chronic primary widespread
musculoskeletal pain” (9) in accord-
ance with the meaning and understand-
ing of fibromyalgia (pain in muscles
and tendons) and its current use in the
literature (4).

Moreover, we suggest that pain sites in
the head, face, and abdomen should be
excluded in the definition of FM as out-
lined by the 2016 criteria (10).

Definition

Chronic primary pain is defined as a
pain condition when “the symptoms are
not better accounted for by another di-
agnosis”. According to the ICD-11, the
diagnosis of FMS is appropriate when
the pain is not directly attributable to a
nociceptive process in the body regions
described above and the chronic pain
condition has features consistent with
nociplastic pain (1-3). This definition
would fail to capture a large group of
individuals whose primary pain mecha-
nism is nociceptive but develop super-
imposed FMS/nociplastic pain, as oc-
curs in up to a third of individuals with
nociceptive pain conditions such as
autoimmune disorders or osteoarthri-
tis (11). We suggest that the definition
of FMS should allow that nociceptive
processes in some body regions might
contribute to the pain experience (12).
Although we welcome a biopsychoso-
cial taxonomic framework of chronic
pain, we question that “significant emo-
tional distress or functional disability”
should be defining features of chronic
primary and secondary pain conditions.
Most people with chronic pain in pop-
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ulation-based studies report low pain
intensity and low disability (13). Stud-
ies with people meeting FMS criteria in
primary care and population-based stud-
ies have shown that “significant emo-
tional distress and disability” does not
occur for all patients (14). Remarkably,
the current version of the ICD-11 web-
page offers additional codes for CWP
including coding “no distress” and “no
pain-related interference” (1). We sug-
gest that an acceptable modification for
the definition of CWP and FMS would
be the qualifier that CWP is frequently
associated with significant emotional
distress or functional disability.

Coding

In the ICD-11, CWP and FMS are de-
fined as diffuse pain in at least 4 of 5
body regions, associated with significant
emotional distress and/or functional
disability. FMS is further qualified to be
associated with sleep disorders, cogni-
tive dysfunction and somatic symptoms
(1-3). In the ICD-11 for Mortality and
Morbidity Statistics version 02/2022
(https://icd.who.int/browse 1 1/1-m/en#/
http%3a%2f%2fid.who.int%2ficd %2f
entity%2f849253504), the diagnostic
code for CWP and FMS is the same: MG
30.01. The codes in the foundation lay-
er of the WHO Family of International
Classifications are different, namely
849253504 for CWP and 236601102
for FMS (https://icd.who.int/dev11/{/
en#/http%3a%2f%?2fid.who.int%2ficd
%02fentity%2f236601102). However,
these two codes are not visible now in
the ICD-11 for Mortality and Morbidity
Statistics Version 02/2022 webpage. In
addition, the use of the browser and cod-
ing tool of the WHO would provide the
same code for CWP and FMS, namely
MG30.01. We express our concerns
that the lack of a unique code for FMS
has the potential for negative conse-
quences for patient care. There remain
many health care providers claiming
that FMS does not exist (15). Legitima-
cy of FMS as a disease was previously
supported when the WHO assigned a
unique diagnostic code in ICD-9 and
ICD-10. Thus, ICD-11 is retrogressive
compared to ICD-9 and ICD-10. In ad-
dition, the lack of a unique diagnostic
code for FMS can compromise patient

care and research. In countries, where
ICD code use is obligatory, treatment
reimbursement may be challenging. Fi-
nally, health care services with data of
statutory health insurance companies in
countries which require ICD-codes will
no longer be possible.

We suggest that a unique diagnostic
code be assigned to FMS which is dif-
ferent from that of CWP.

We understand that the final ICD-11
classification was a compromise within
the TASP/WHO working group be-
tween divergent opinions regarding the
elimination or retention of a diagnostic
code for FMS (R.-D. Treede, personal
communication). It is unfortunate that
these imminent changes in the ICD-
11 were not more widely discussed in
the pain or rheumatology communities
nor with FMS patient representatives.
The WHO offers a webpage for com-
ments on the ICD-11: https://icd.who.
int/dev1l. If the reader of this paper,
patient organisations and medical asso-
ciations share (some of) our concerns
and suggestions, we urge that commen-
tary could be made on this webpage.
We hope that sufficient comment will
prompt the IASP/WHO working group
to modify the taxonomy, definition and
coding of FMS in ICD-11.
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