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Ethnicity, hypermobility syndrome and
Ehlers-Danlos syndrome:
A study based on hospital admissions
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ABSTRACT

The purpose of the study was to identify any evidence of different patterns of disease for Ehlers Danlos Syndrome (EDS)
and Hypermobility Syndrome (JHS) in the White British and South Asian communities in England. The numbers of hospital
in-patients in ten NHS Trusts, between 2016 and 2020, in whom a diagnosis of EDS or JHS had been recorded were
identified through Freedom of Information (FOI) requests. The condition was either the primary diagnosis or a secondary
one, incidental to the reason for admission. The ten Trusts were selected because they served areas with a significant
South Asian population and had been involved in previous studies of discrimination in the delivery of care. The study also
assessed whether there was evidence of any of the Trusts underserving their South Asian community with lesser levels
of recognition of EDS and JHS. Overall South Asian patients were almost four times more likely to have been diagnosed
as having JHS. This proportion was statistically significant (z =-11.69, p <0.00001). In Burton and Derby, Cambridge and
Leicester the proportion of South Asian patients diagnosed as having EDS was significantly lower than in other Trusts
(z=9.4, p <0.00001). This was also the case for JHS (z = 8.09, p < 0.00001). This would indicate that in these three Trusts
both conditions are underdiagnosed in the South Asian community. The significance of these findings is discussed.
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INTRODUCTION

During the last decade Ehlers-Danlos Syndrome
(EDS) has been recognized more frequently by clini-
cians. During this time the nature and classification
of Joint Hypermobility Syndrome (JHS) has changed.
After 2017, the term JHS was dropped and patients
are described as having either hypermobility spec-
trum disorder (HSD) or hypermobile EDS (hEDS)
based on international criteria [1]. However, in prac-
tice many hospital units still classify patients accord-
ing to the older definitions.

As to the magnitude of the problem, two large
population studies have looked at the prevalence of
JHS and EDS. One specifically looked at the preva-
lence of these conditions [2]; the second looked at
mental health and neurodiversity. However, these
data can be used to estimate the prevalence of JHS
and EDS [3]. A third study also gives a sense of the

prevalence of JHS by extrapolating observations
from rheumatology clinics in the UK [4]. Overall,
these studies suggest that the combined prevalence
of JHS and EDS is between 125 and 200/105 popula-
tion. The prevalence of JHS probably lies between
111 and 167/105 population, whilst the range for EDS
is between 20 and 33/105 population [5]. It is likely
that these figures significantly underestimate the
true prevalence of EDS, as many people are either not
diagnosed or misdiagnosed.

Against this background, the Ehler-Danlos Society
in the United Kingdom sought to promote better un-
derstanding of this disease in the South Asian com-
munity by translating its literature into a range of
appropriate languages. However, apart from sporad-
ic case reports, little has been published on this con-
dition in either the Indian sub-continent or the South
Asian diaspora. This contrasts strikingly with inflam-
matory bowel disease [6]. Similarly, although there is
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widespread recognition of the stigmata
associated with mental welfare prob-
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TABLE 1. Inpatients with a diagnosis of Ehlers Danlos Syndrome (EDS) or
Hypermobility Syndrome in Ten NHS Trusts in England between 2016 and

lems in the South Asia community [7], 2020

limited attention has been given to | NHS Trust EDS Hypermobility

chronic diseases with an inherited ele- White British = South Asian | White British = South Asian

ment. It is likely that the severity of

chronic conditions will play a signifi-  Derby & Burton >17 1 766 6

cant part in the readiness of the South | Birmingham 221 <15 206 <19

Asian community to accept the diagno- Bradford 923 - 435 130

sis and directly affect someone’s marital

prospects and, indeed, that of other fam-  Cambridge 1424 6 584 1

ily members [8]. Croydon 71 1 43 8
Against this background the purpose East Lancashire 293 39 186 155

of this study was to gain some idea of the

magnitude of the condition in the South  Barts 247 25 162 49

Asian community in England and to | gpedpridge 60 1 116 10

determine whether JHS was a preferred

diagnosis. The study was not intended to | Ve'verhampton 216 0 >33 19

be an epidemiological assessment but  Leicester 187 8 162 4

rather to seek evidence of whether there

were differences between the South

Asian and White British communities. | Tl 3389 117 3493 400

No attempt was undertaken to identify
causes for any such differences.

METHOD

Ten NHS Trusts which served significant South
Asian populations were identified. Each Trust was
sent a Freedom of Information (FOI) request to pro-
vide data on patients who were hospital inpatients
and also had a diagnosis of Ehlers Danlos Syndrome
(Q79.6) or Hypermobility syndrome (M35.7) be-
tween 2016 and 2020. This, therefore, included pa-
tients who were admitted for reasons other than
arising directly from these two conditions. Data
were to be provided separately for patients who
were:

1. White British (National Code A)

2. Asian (Pakistani, Indian and Bangladeshi ori-
gin - National Codes H, ] and K).

The proportion of these patients, who had EDS,
was compared between communities, using a z sta-
tistic [9].

RESULTS

The ten Trusts provided the requested data (See
Table). Comparable numbers of White British pa-
tients were admitted with EDS or JHS. However,
overall South Asian patients were almost four times
more likely to have been diagnosed as having JHS
than EDS. This proportion was statistically significant
(z =-11.69, p < 0.00001).

Within individual Trusts, this difference in the
proportion of patients was not always seen. For ex-
ample, in Trusts where small number of patients

were admitted, who were noted to have either EDS
or JHS as a primary or secondary diagnosis. this was
not the case. In Burton and Derby, Cambridge and
Leicester more patients had a diagnosis of EDS than
JHS. However, in these trusts the proportion of
South Asian patients in the combined figure for
Codes A, H, J and K, diagnosed as having EDS was
significantly lower than in the other Trusts (z = 9.4,
p <0.00001). This was also the case for JHS (z = 8.09,
p <0.00001). This would suggest that in these three
Trusts both conditions are underdiagnosed in the
South Asian community.

DISCUSSION

EDS is seen in the South Asian community, but less
likely to be diagnosed than JHS. Indeed, in some
Trusts both diagnoses seem to be made at a much
lower frequency than in others. The reasons for these
differences could include:

1. Alower incidence of both diseases in the South

Asian community, with different spectra for
the diseases.

2. A reluctance amongst potential patients from
the South Asian community to be diagnosed
with a chronic incurable disease.

3. Less readiness amongst clinicians to make
these diagnoses in South Asian patients. This
could reflect a lack of awareness that the dis-
ease occurs amongst South Asians or discrimi-
nation in the delivery of health care. The find-
ings from Leicester, Cambridge and Derby
would suggest that discrimination does play a
role in some Trusts and is supported by similar
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issues in relation to inflammatory bowel dis-
ease [10,11].

This study was conducted using data obtained
through FOI requests. This approach has been used
in a number of earlier studies and the data have been
shown to be robust [10,11] There are, of course,
weaknesses in such an approach and these have
been well documented [12-14]. Perhaps the most im-
portant limitations are the enthusiasm with which
the FOI officer approaches such requests and the ac-
curacy of the data recorded by coding clerks at the
relevant hospitals [15].

As yet, reports on EDS and JHS in the South Asian
community in the UK and the Indian sub-continent
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have been restricted to case reports. There is a clear
need to obtain robust data on the incidence of these
diseases in both the White British and South Asian
communities. However, at present such work is limit-
ed by the changing definitions around these condi-
tions. There is a clear need to educate clinicians bet-
ter about their occurrence in both communities. In
addition, the perceived stigma attached to such diag-
noses needs to be addressed, especially in the South
Asian community. However, it is likely that overall
the underlying reasons will be little different to that
for other chronic conditions, such as epilepsy and in-
flammatory bowel disease and, as yet, no effective
solutions to such problems have been identified.
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