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ORIGINAL ARTICLES

Impact of COVID-19 on disease (self) management 
and well-being in people with Rheumatic or 
Musculoskeletal diseases across four European 
countries: a mixed methods study
Matos C 1,2      , Ferreira RJO2-5      , Pinho AM3,6      , Costa C7      , Fragoulis GE8      , Psarelis S9      , Parperis K10      , 
Makri S11      , Williams R12      , Barata A5      , Marques A4,5      , Lempp H12      , Nikiphorou E12,13

ABSTRACT

Background: Qualitative data on how the COVID-19 pandemic has affected the lives of people with rheumatic and 
musculoskeletal diseases (RMDs) in different European countries are lacking.
Objectives: To describe the impact of the first two waves of the COVID-19 pandemic on people with inflammatory 
RMDs concerning (self)management of their disease, interaction with the health care team, emotional well-being 
and overall health.
Methods: A mixed-methods study of adults (>18 years) with RMDs on immunosuppression from Cyprus, England, 
Greece, and Portugal took part on online focus groups (FG) after the first wave (July-August, 2020). The data 
was transcribed verbatim and thematically analyzed. Informed by the qualitative findings, a follow-up survey was 
developed for the same participants after the second wave, allowing to compare the perceived impact. 
Results: Twenty-four patients (6 from each country; 21 women; 33-74 years range) participated. Three key themes 
were identified (with 3-7 subthemes each), focusing on the impact of COVID-19 on the: (i) individual, (ii) health 
settings, and (iii) work and community. Overall, qualitative results were similar across countries. The follow-up survey 
during the second wave highlighted a worsening of psychosocial aspects, e.g. sleep problems, stress, and isolation.
Conclusions: People with RMDs felt vulnerable and anxious, specifically about how to cope with isolation and difficulties 
in communicating with healthcare providers. The second wave had a more significant impact on patients. Healthcare 
providers and policymakers need to consider measures to ameliorate the longer-term impact that many may still face. 

Keywords: COVID-19; Health Care delivery; mixed methods; Musculoskeletal diseases; Rheumatic diseases; Self-
-management. 
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KEY MESSAGES
•	 The COVID-19 pandemic had a significant impact 

on people with rheumatic and musculoskeletal 
diseases (RMDs), affecting their disease management, 
interaction with healthcare professionals, emotional 
well-being, and overall health.

•	 The impact of the pandemic on patients’ lives 
was qualitatively similar across the four European 
countries studied. These results suggest that a 
common approach may be suitable to support and 
address the challenges faced by people with RMDs 
during the pandemic, and in the longer term.

•	 The mixed-methods approach provided a 
comprehensive understanding of the impact of the 
pandemic on people with RMDs. This research 
method can be useful informing the development of 
tailored interventions and support for people with 
RMDs during future health crises.
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INTRODUCTION

The COVID-19 pandemic in 2020 has created 
unprecedented challenges for people worldwide, with 
significant impacts on public health and the global 
economy. The number of lives lost was devastating, with 
over 6.8 million deaths due to COVID and an excess 
mortality of around 18 million by the end of 20211. 
Three years on, much has been clarified about the 
risks of developing this viral infection and the relevant 
preventive measures. Healthcare systems are still 
adjusting to this new crisis, both in the context of the 
current but also future pandemics. Disease management, 
which involves comprehensive and coordinated 
interventions and communication for specific groups 
of patients, encouraging self-management, to prevent 
complications, enhance overall health and quality of 
life while minimizing the cost of care2 was disturbed.

Among the most affected, were people with 
compromised immune systems, including those 
with inflammatory rheumatic and musculoskeletal 
diseases (RMDs)3–6. RMDs encompass a wide range 
of conditions that affect the joints, bones, muscles, 
and other organs. People with inflammatory RMDs 
rely on immunosuppressive therapies to manage 
their symptoms and maintain their physical and 
mental health. However, the prescribed therapies 
can leave patients more vulnerable to infections, 
including COVID-196–8 and prone to worse clinical 
outcomes3–6,9,10. In addition, initially there was 
hesitancy because of concerns around COVID-19 
vaccines safety in patients using immunosuppressive 
therapy11,12. The pandemic has had significant impacts 
on the management of RMDs13. Many clinics and 
healthcare facilities have had to limit or suspend in-
person appointments and procedures, contributing 
to sub-optimal and impersonal management and care 
for the patients14–16. This situation has led to delays in 
diagnosis and treatment, which come with long-term 
consequences13,17. In parallel, the pandemic has had a 
significant impact on the mental health of people with 
RMDs15,18. Some large surveys indicated that COVID-19 
related-health care interruption had a significant impact 
on the physical, psychological, and social relationships 
of people with inflammatory RMDs19,20. These people 
were more socially isolated during the pandemic than 
healthy individuals, which also led to worse disease 
activity and quality of care outcomes20,21.

Considering these disruptive effects of the COVID-19 
pandemic on healthcare systems and patients’ lives, and 
the strong biomedical focus of the previous studies on 
this topic, with a lack of qualitative data, this study 
aimed to investigate the impact of the COVID-19 
pandemic on disease (self) management, interaction 

with healthcare providers, emotional well-being, and 
overall health in people with inflammatory RMDs, 
during the first two waves. 

METHODS 

Study design
This was a mixed methods study22 where the qualitative 
phase informed the subsequent quantitative phase, with 
two patient-research partners (PRPs) diagnosed with 
inflammatory RMDs (SM, RH) being a core part of the 
multidisciplinary research team (four clinical/academic 
rheumatologists, four nurses, one pharmacist, one medical 
sociologist) who have and contributed to all project phases.

Participants
The qualitative study was carried out during the first 
wave of the COVID-19 pandemic (July and August, 
2020), while the survey was distributed during the 
second wave (February and March, 2021), to the same 
participants. The inclusion criteria consisted of adult 
people (≥18years) living in four European countries 
(UK, Portugal, Greece, Cyprus), diagnosed with an 
inflammatory RMD (e.g. rheumatoid arthritis (RA), 
psoriatic arthritis (PSA), systemic lupus erythematosus 
(SLE), systemic sclerosis (SSC), other), with a disease 
duration ≥1year, and receiving immunosuppressive 
therapy (glucocorticoids, conventional synthetic or 
biological or targeted synthetic disease modifiable anti-
rheumatic drugs, DMARDs). Potential participants 
were invited through a variety of methods to volunteer, 
namely (i) a purposive selection23, (ii) outreach through 
social media, and (iii) national patient associations, to 
take part in one interview and/or focus groups (FG). 
Participants indicated interest in participating via 
online survey platform, specific to each country. An 
Information Sheet about the study in the respective 
main language was provided. A researcher then 
contacted the volunteers by phone, to assess the 
inclusion criteria, answer possible questions about the 
study, and establish the preferred timing and methods 
to hold the FG (preferential) or individual interview.  
All participants signed a consent form before the FG 
or interview. If agreed, demographic (gender, age, 
educational level and professional status) and clinical 
data (disease, disease duration, DMARD treatment) 
were collected for sample characterization. Ethics 
approval was obtained by the Ethics Committee of the 
Health Sciences Research Unit: Nursing (UICISA:E) of 
the Nursing School of Coimbra (#690/06-2020).

Qualitative approach
For the qualitative phase, the team applied an inductive 
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approach and a thematic data analysis24. A semi-
structured interview/FG guide was developed by the 
research team, including 12 questions (Appendix 1). A 
pilot study with 3 participants was carried out in Portugal, 
which helped to refine the interview guide, to clarify the 
data collection process, and to confirm that the findings 
matched the aim and objectives of the study. The process 
and its findings were shared across the country teams, to 
ensure the adoption of similar procedures25. 

The interviews were conducted in the national 
language, guided by a local healthcare professional, 
between July and August 2020. Different methods 
were used for the virtual meetings, such as ZOOM®, 
Whataspp®, or Messenger® calls, always with video 
interaction (i.e. cameras on), although only the sound 
was recorded for transcribing. In the UK, the FG was 
conducted via a secure online platform. The FGs 
lasted an average of 77(±3) minutes. The information 
gathered was transcribed verbatim, anonymised, 
and translated into English by team members and a 
professional transcribing agency (in England), ready for 
data analysis by the team in Portugal.

Data analysis
The qualitative data analysis was assisted by a qualitative 
computer software programme, ATLAS.ti®. The five-
step process for thematic analysis26 was followed. The 
first step involved becoming familiar with the data 
by repeatedly reading and re-reading the transcripts. 

Secondly, initial codes were generated, and then 
reviewed and refined in the third step to create themes. 
Fourthly, the team and the PRPs further examined and 
enhanced the themes to ensure they were coherent 
and meaningful. Finally, the findings were presented 
within an analytical framework (Figure 1) with its 3 key 
themes and subthemes. We considered both the social-
ecological approach27 and the Walsh’s Family Resilience 
Process28 helpful to contextualize and strengthen the 
findings. This method  allowed to identify patterns and 
commonalities across the data, and to generate a rich 
and detailed understanding of the phenomenon29.

Data validation
The consistency of the data analysis was enhanced 
by two researchers (CC, AM) who discussed and 
carried out the qualitative analysis, at each stage and 
its findings were presented to experienced qualitative 
researchers in the core team (EN, HL, RF)26. In this 
way, the researchers ensured that the identified themes 
were an accurate reflection of the data. Regular research 
team meetings were completed to clarify and reach a 
consensus on all the final themes and subthemes based 
on the data collected. 

The inclusion of deviant instances ensured that the 
analysis was not biased towards only the most common 
experiences, but also captured the diversity of events 
of participants across the four countries. Furthermore, 
after the pilot study, the FG guide was adapted, and 

Figure 1. Summary of the lived experiences of the first wave of Covid-19 pandemic by people with RMDs in four European 
countries
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of the sample indicated an active professional status 
indicating they were in work employment. The most 
common diagnoses were RA (n=7), SLE (n=3) and 
Juvenile Idiopathic Arthritis (n=3), and more than 
two-thirds of patients were treated with bDMARDs, as 
shown in Table I.

Qualitative results
Three key themes were identified from the qualitative 
data, with the overall representation of the phenomenon 
under study depicted in Figure 1. Additional subthemes 
and individual testimonies from participants are 
presented in Table II.

Individual Person
Initially, participants were astonished, followed by 
“fear for myself and family” to become infected by 
the virus and not having immunity to be safe from 
the disease and death. Most entered “home isolation/
lack of freedom”, with a range of consequences, such 
as “missing physical/human contact” and affections 
that did lead to “psychological difficulties” and have 
an impact on the well-being of each person. Different 
ways to cope with the isolation were embraced, such 
as creating weekly schedules to be kept busy all day, all 
week, doing yoga on the balcony, and reading a novel, 
among other “coping strategies”. Some have taken the 
“opportunity to slow down” their lives and enjoy more 
time with family.

Health Settings
“(Un)clear information about the risks” and conflicting 
information about the risk of infection did not help 
and raised doubts about attending hospital outpatient 
appointments or not, uncertainty whether to interrupt 
ongoing medication, among others. Some patients 
missed clinical appointments and faced medication 
problems, such as a medication shortage (chloroquine). 
Persistent stress and interruption of usual healthy 
activities have been pointed out as causes of the “disease 
flare-up” and inability to engage in “self-management” 
of the long-term condition.

The remote clinic appointments were generally 
well received, due to convenience of time and comfort. 
However, concerns were also raised about difficulties 
in communication with healthcare professionals (e.g. 
clinicians and nurses) and unfamiliarity with the new 
technologies, and impossibility to carrying out the physical 
examination. Doubts were expressed about whether 
“telecare is friend or foe”.

In addition, uncertainty was highlighted by participants 
towards the efficacy of the rapidly and new vaccine 
development at that time, with conflicting information 
creating both “hope and suspicion about vaccines”.

some questions were clarified, using layman’s language 
and everyday wording, to improve the content 
validity26, and ensure a better understanding of the 
questions by participants. Overall, these data validation 
strategies enhanced the rigour and trustworthiness 
of the qualitative data analysis and strengthened the 
confidence in the findings.

Quantitative approach
The quantitative part of the study aimed to further 
understand the impact of the COVID-19 pandemic upon 
people with RMDs by quantifying their experiences and 
perceptions and addressing the themes discussed in the 
qualitative phase. A survey was developed by the team, 
informed by the key themes and subthemes identified 
in the qualitative phase to assess whether problems 
identified during the first wave had improved or not, 
e.g. “do you feel less or more stressed?”; “do you feel 
less or more fearful to be infected by the coronavirus?”

The survey was distributed online during the second 
pandemic wave, between February and March 2021, and 
the same participants were invited as for the qualitative 
phase. The questions related to socio-demographics, 
disease management, access to healthcare, emotional 
well-being, and the impact of the pandemic on people’s 
daily life. The statement items could be rated on a five-
point Likert scale (much less to much more) where the 
middle position was labeled ‘neutral’. The survey also 
included open-ended questions to allow participants 
to expand on their experiences and provide additional 
insights into the impact of the pandemic.

The survey results were analyzed using descriptive 
statistical analysis to summarize and present the 
participants’ experiences and perceptions quantitatively. 
The data were analysed using SPSS® v.28.0 software. 

RESULTS 

Participants 
During the recruitment process, a total of 52 patients 
contacted the team, with an interest in taking part in 
the study. 24 participants were selected purposively23,30, 
with an equal number six participants from each of 
the four European countries (two focus groups of 3 
participants in each, except in the UK, with 1 individual 
interview). The remaining 28 potential participants 
were contacted to thank for their willingness to 
participate and were informed about the reasons for not 
being selected (including failure to meet the inclusion 
criteria). Most participants were female (87.5%), and 
the average age was 48 years, range 33 to 74 years old. 
The overall educational level was high, no participants 
had less than secondary school education, and half 
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TABLE I. Characteristics of the participants 

CY GR PT UK Total

Gender
Male
Female

0
6

1
5

0
6

2
4

3 (13%)
21 (87%)

Age (years), mean (standard deviation) 
[range]

43 (9) 
[33-53]

47 (13) 
[35-69]

49 (9) 
[39-64]

56 (13) 
[36-74]

48 (11)
[33-74]

Educational level

University 5 4 1 0 10 (42%)

College/ 
Secondary/ High 
School

1 2 5 6 14 (58%)

Professional Status

Active 3 4 3 2 12 (50%)

Unemployed 1 1 0 0 2 (8%)

Retired 2 1 3 4 10 (42%)

Diagnosis

RA -- 2 2 3 7 (29%)

SLE 3 -- -- -- 3 (13%)

JIA -- 2 1 -- 3 (13%)

Other* 3 2 3 3 11 (46%)

Years since diagnosis, mean (standard 
deviation); [range]

14 (5) 
[10-23]

21 (11) 
[3-36]

18 (6) 
[7-23]

23 (17) 
[9-52]

19 (11) 
[3-52]

Immunosuppressive therapy
glucocorticoids 
csDMARDS
bDMARDs

4
4
3

3
3
4

1
2
6

0
3
4

8 (33%)
12 (50%)
17 (71%)

cs/b DMARDs – conventional synthetic or biological disease modifiable anti-rheumatic drugs; RA – Rheumatoid Arthritis; SLE – Systemic Lupus Erythematosus; JIA 
– Juvenile Idiopathic Arthritis. *Other diagnoses include Still’s disease, Psoriatic arthritis, Sarcoidosis, Spondyloarthritis, Polymiositis, Juvenile Rheumatoid Arthritis, 
Sjogren’s syndrome and Wegener’s granulomatosis. CY – Cyprus; GR – Greece; PT – Portugal; UK – United Kingdom

Work & Community
At the beginning of the pandemic patients reported 
how the 24-hour dominance of “mass media” was 
overwhelming and caused them “persistent stress”, 
with many reporting the need to stop watching TV. 
One finding highlighted the challenge faced by people 
with RMDs in disclosing their condition at work in the 
context of Covid-19 and its potential impact on their 
compromised immune system. This “lack of awareness 
by colleagues and fear of disclosure” of their long-term 
conditions resulted for some in lack of support and fear 
of discrimination at work. 

Quantitative results
The survey comparing the experiences and perceptions 
between the first and second Covid-19 waves were 
responded to anonymously by all participants, and the 
results are summarized in Figure 2.

During the second wave participants experienced 
more sleep problems (Q10, 67%), fatigue (Q9; 54%, 
with no improvement reported here) and pain (Q8, 
50%). Their emotional well-being deteriorated, with 
over 46% of participants reporting feeling more stressed 
(Q1), and 46% indicated sadness (Q3) and isolation 
(Q5, 46%). Financial worries were also a significant 
concern (Q7), with over 41% respondents worried 

about their financial situation. Over 42% felt more 
fearful during the second wave (Q2). The items with 
less variation from the first to the second wave (see grey 
bars) related to perceived support from others, namely 
friends and colleagues (Q18; 75% neutrals), family 
(Q17; 67%) and from the rheumatology team (other 
than clinicians) (Q14, 63%).

DISCUSSION

The COVID-19 pandemic has had a significant impact 
on the disease (self) management and overall well-
being of people with inflammatory RMDs3–7,31. The 
disruption of healthcare service in this period has 
posed significant challenges, especially for people with 
long-term diseases. It is important to appreciate that 
the impact of the pandemic on people with RMDs goes 
beyond physical health concerns13,15,32,33 and includes 
social, psychological, and economic consequences. 
For example, due to the pandemic, people have had 
increased feelings of isolation, anxiety, and stress, which 
can exacerbate existing mental health conditions15,34,35. 
The financial impact of the pandemic, such as job loss 
or reduced work hours, has also challenged the ability 
of people with RMDs to access healthcare and/or afford 



Impact of COVID-19 on disease management and well-being in people with  
Rheumatic or Musculoskeletal diseases across four European countries

242 	  www.arprheumatology.com • The official Journal of the Portuguese Society of Rheumatology

T
A

B
L

E
 I

I.
 T

h
e

 3
 k

e
y
 t

h
e

m
e

s 
w

it
h

 a
d

d
it

io
n

a
l 

su
b

 t
h

e
m

e
s 

K
ey

 th
em

e
Su

b
-t

h
em

es
Q

u
ot

es

1)
 In

di
vi

du
al

Fe
ar

 fo
r m

ys
el

f a
nd

 
fa

m
ily

“A
nd

 I 
ha

ve
 a

 sm
al

l c
hi

ld
, a

nd
 I 

am
 a

lso
 a

fr
ai

d 
fo

r h
im

 a
nd

 m
y 

hu
sb

an
d 

(..
.) 

an
d 

th
e 

pa
ni

c s
et

s i
n 

at
 h

om
e.”

 (P
T)

“T
o 

ca
tc

h 
th

e 
vi

ru
s a

nd
 n

ot
 h

av
e 

im
m

un
ity

 to
 b

ei
ng

 a
bl

e 
to

 d
ef

en
d 

m
e 

an
d,

 si
nc

er
el

y, 
is 

a 
fe

ar
 to

 d
ie

.” 
(P

T)
 

“I
 w

as
 a

lso
 v

er
y 

co
nc

er
ne

d 
ab

ou
t m

y 
hu

sb
an

d 
w

ho
 c

ar
ed

 fo
r p

at
ie

nt
s w

ho
 c

am
e 

ov
er

 th
e 

vi
ru

s.”
 (C

Y)
“Th

e o
nl

y 
th

in
g 

I w
as

 af
ra

id
 o

f i
s t

ha
t a

 m
em

be
r o

f m
y 

fa
m

ily
 m

ay
 g

et
 si

ck
 an

d 
th

at
 I 

w
ou

ld
 n

ot
 h

av
e b

ee
n 

by
 h

is/
he

r s
id

e e
ve

n 
th

ou
gh

 I 
w

ou
ld

 h
av

e w
an

te
d 

to
.” 

(C
Y)

“I
 a

lso
 h

av
e 

to
 d

o 
m

y 
bl

oo
d 

te
st

s e
ve

ry
 m

on
th

 a
nd

 (.
..)

 I'
m

 a
fr

ai
d 

to
 g

o 
in

 [h
os

pi
ta

l],
 I 

do
n'

t w
an

t t
o 

be
 n

ea
r a

 h
os

pi
ta

l.”
 (U

K
)

H
om

e 
iso

la
tio

n/
la

ck
 o

f 
fr

ee
do

m

“F
re

ed
om

, I
 st

ill
 h

av
en

't 
be

en
 a

bl
e 

to
 fu

lly
 re

co
ve

r f
re

ed
om

, n
o!

” (
PT

)
“E

ve
n 

to
da

y 
I d

id
 n

ot
 le

av
e 

m
y 

ho
us

e 
w

ith
 th

e 
fe

el
in

g 
of

 fr
ee

do
m

. I
 a

m
 v

er
y 

ca
ut

io
us

; I
 st

ill
 fe

el
 d

ep
riv

ed
 o

f m
y 

fr
ee

do
m

.” 
(C

Y)
“I

 w
as

 is
ol

at
ed

 a
nd

 h
ad

 li
ttl

e 
co

nt
ac

t w
ith

 o
th

er
 p

eo
pl

e.”
 (C

Y)
“I

 w
as

 st
ay

in
g 

ho
m

e. 
D

id
n’

t g
o 

an
yw

he
re

.” 
(G

R)
“Y

ou
 fe

el
 lo

ne
ly.

”(
G

R)

M
iss

in
g 

ph
ys

ic
al

/h
um

an
 

co
nt

ac
t

“M
iss

in
g 

ph
ys

ic
al

/h
um

an
 co

nt
ac

t.”
 (G

R)
“…

fu
rt

he
rm

or
e, 

yo
u 

lo
se

 p
hy

sic
al

 co
nt

ac
t. 

I l
ik

e 
to

 se
e 

ot
he

r p
eo

pl
e’s

 fa
ce

.” 
(G

R)
“W

ha
t s

ee
m

ed
 tr

iv
ia

l t
o 

us
: a

 k
iss

, a
 h

ug
, a

 c
ar

es
s o

n 
th

e 
fa

ce
 (.

..)
 w

e 
st

op
pe

d 
do

in
g 

th
at

 [s
oc

ia
l d

ire
ct

 co
nt

ac
t].

” (
PT

)

Ps
yc

ho
lo

gi
ca

l d
iffi

cu
lti

es
“I

t w
as

 a
 st

re
ss

fu
l p

er
io

d 
fo

r m
e.”

 (C
Y)

“'I
 st

ru
gg

le
d 

w
ith

 m
y 

m
en

ta
l h

ea
lth

. I
’ve

 a
lw

ay
s s

tr
ug

gl
ed

 w
ith

 a
nx

ie
ty

.” 
(U

K
) 

“M
ay

be
 th

is 
is 

th
e 

re
as

on
 th

e 
fla

re
-u

ps
 o

cc
ur

re
d 

as
 a

 re
su

lt 
of

 th
e 

pe
rs

ist
en

t s
tr

es
s.”

 (C
Y)

C
op

in
g 

st
ra

te
gi

es

“I
 cr

ea
te

d 
sc

he
du

le
s (

…
) t

o 
be

 o
cc

up
ie

d 
al

l d
ay

.” 
(P

T)
 

“I
 d

id
 e

xe
rc

ise
 o

n 
th

e 
ba

lc
on

y 
or

 y
og

a.”
 (P

T)
“I

 h
ad

 p
oe

tr
y, 

re
ad

in
g,

 w
rit

in
g.

 I 
pr

ep
ar

ed
 tw

o 
bo

ok
s: 

th
e 

5t
h 

ed
iti

on
 o

f a
 c

ol
le

ct
io

n 
w

ith
 G

re
ek

 p
oe

m
s a

nd
 a

 b
oo

k 
w

ith
 th

ea
tr

ic
al

 p
la

ys
. Th

is 
w

ay
, I

 p
us

he
d 

ba
ck

 a
ll 

th
is 

m
as

siv
e 

in
fo

rm
at

io
n 

th
at

 w
as

 p
ro

vi
de

d 
by

 th
e 

m
ed

ia
.” 

(G
R)

“O
cc

up
y 

th
e 

da
ys

 w
ith

 o
th

er
 th

in
gs

: w
at

ch
in

g 
TV

 se
rie

s, 
w

at
ch

in
g 

m
ov

ie
s, 

le
ar

ni
ng

 to
 m

ak
e 

ca
ke

s, 
co

ok
in

g 
(..

.)”
 (P

T)

O
pp

or
tu

ni
ty

 to
 sl

ow
-

do
w

n

“P
os

iti
ve

 a
sp

ec
ts

 w
er

e 
st

ay
in

g 
at

 h
om

e 
an

d 
ha

vi
ng

 ti
m

e 
w

ith
 m

y 
ch

ild
re

n.”
 (C

Y)
“(

…
) i

t w
as

 b
ril

lia
nt

, y
ou

 k
no

w,
 to

 b
e 

ab
le

 to
 d

o 
th

in
gs

 to
ge

th
er

, g
o 

ou
t i

n 
th

e 
ga

rd
en

 d
o 

a 
bi

t o
f g

ar
de

ni
ng

 a
nd

 th
en

 w
e’d

 si
t a

nd
 h

av
e 

a 
dr

in
k 

(..
.) 

w
as

 g
re

at
.” 

(U
K

)
“I

 a
lw

ay
s w

or
ke

d 
ha

rd
 a

s I
 h

ad
 a

 se
co

nd
 jo

b 
an

d 
i a

lw
ay

s h
ad

 o
th

er
 p

rio
rit

ie
s o

r o
bl

ig
at

io
ns

. W
he

n 
th

e l
oc

kd
ow

n 
w

as
 im

po
se

d,
 I 

ha
d 

th
e o

pp
or

tu
ni

ty
 to

 sp
en

d 
so

m
e 

qu
al

ity
 ti

m
e 

w
ith

 m
y 

ch
ild

.” 
(C

Y)
“I

 g
ot

 th
e t

im
e t

o 
“s

lo
w

 d
ow

n”
 an

d 
to

 m
an

ag
e b

et
te

r m
y 

w
or

k 
an

d 
m

y 
st

ud
ie

s. 
I u

se
d 

to
 sp

en
d 

3-
4 

ho
ur

s i
n 

co
m

m
ut

in
g…

so
, d

ur
in

g 
C

ov
id

-1
9,

 I 
ha

d 
m

or
e s

pa
re

 ti
m

e 
an

d 
I c

ou
ld

 re
la

x…
” (

G
R)

Ti
m

e 
to

 fa
m

ily

“I
 h

ad
 n

ev
er

 sp
en

t e
no

ug
h 

tim
e 

w
ith

 m
y 

ch
ild

 b
ec

au
se

 I 
al

w
ay

s w
or

ke
d 

ha
rd

 a
s I

 h
ad

 a
 se

co
nd

 jo
b 

an
d 

I a
lw

ay
s h

ad
 o

th
er

 p
rio

rit
ie

s o
r o

bl
ig

at
io

ns
.” 

(C
Y)

“Th
e 

lo
ck

do
w

n 
w

as
 b

en
efi

ci
al

 fo
r m

y 
fa

m
ily

. I
t w

as
 a

 n
ic

e 
ex

pe
rie

nc
e 

be
ca

us
e 

w
e 

st
ay

ed
 at

 h
om

e 
w

ith
 o

ur
 5

 ch
ild

re
n.”

 (C
Y)

“W
e 

ha
d 

a 
gr

ea
t t

im
e 

w
ith

ou
t a

ny
 te

ns
io

ns
, a

nd
 w

e 
ca

m
e 

cl
os

er
 a

s a
 fa

m
ily

.” 
(C

Y)
“I

 th
in

k 
fo

r a
ll 

th
at

, I
 th

in
k 

it’
s l

ik
e 

I s
ai

d 
fa

m
ily

 ti
m

e, 
th

e 
fa

ct
 th

at
, y

ou
 k

no
w,

 m
y 

pa
rt

ne
r w

ou
ld

 n
ev

er
 h

av
e 

tim
e 

off
 li

ke
 th

is 
to

 sp
en

d 
w

ith
 m

y 
da

ug
ht

er
, w

hi
ch

 is
 

am
az

in
g,

 a
nd

 fo
r t

he
 th

re
e 

of
 u

s t
o 

sp
en

d 
tim

e 
to

ge
th

er
.” 

(U
K

)

2)
 H

ea
lth

 
se

tti
ng

s

(U
n)

cl
ea

r i
nf

or
m

at
io

n 
ab

ou
t r

isk
s

“Th
er

e 
w

as
 a

 ti
m

e 
w

he
n 

I w
as

 a
 li

ttl
e 

m
isi

nf
or

m
ed

 [a
bo

ut
 co

nt
in

ui
ng

 o
r n

ot
 th

e 
m

ed
ic

at
io

n]
 o

h 
ho

w
 c

an
 I 

be
 [s

ta
y]

  s
af

e.”
 (U

K
)

“I
 fe

el
 th

at
 m

ai
nl

y 
be

ca
us

e 
of

 m
y 

co
nd

iti
on

 (.
..)

 th
er

e 
w

as
 n

o 
in

fo
rm

at
io

n 
at

 th
e 

be
gi

nn
in

g 
on

 a
ny

 w
eb

sit
e 

ab
ou

t C
ov

id
.” 

(U
K

)
“I

 fe
lt 

lik
e i

t w
as

 k
in

d 
of

 sw
ee

pi
ng

 g
en

er
al

 st
at

em
en

ts
 [u

nd
er

 th
e c

ar
pe

t] 
at

 th
e b

eg
in

ni
ng

 an
d 

I f
el

t l
ik

e, 
w

el
l o

ne
 m

om
en

t I
 fe

lt 
lik

e I
 w

as
 g

et
tin

g 
in

fo
rm

at
io

n 
th

at
 sa

id
 

“o
h 

ac
tu

al
ly

 y
ou

’re
 n

ot
 th

at
 at

 ri
sk

” a
nd

 th
en

 th
e 

ne
xt

 m
in

ut
e 

I w
as

 g
et

tin
g 

in
fo

rm
at

io
n 

th
at

 m
ad

e 
m

e 
fe

el
 re

al
ly

 at
 ri

sk
.” 

(U
K

)

M
ed

ic
at

io
ns

: s
ho

rt
ag

es
 

an
d 

fe
ar

s a
bo

ut
 ri

sk
s

“Th
er

e 
w

as
 b

ig
 s

tr
es

s 
ab

ou
t m

ed
ic

at
io

ns
. E

sp
ec

ia
lly

 fo
r 

hy
dr

ox
yc

hl
or

oq
ui

ne
, w

he
n 

ev
er

yb
od

y 
w

as
 lo

ok
in

g 
to

 b
uy

 s
om

e 
of

 th
at

. S
om

et
im

es
, I

 c
ou

ld
n’

t fi
nd

 m
y 

m
ed

ic
at

io
ns

”(
G

R)
“I

 fe
lt 

th
ou

gh
 in

se
cu

re
 th

at
 I 

di
d 

no
t a

lre
ad

y 
ha

ve
 th

e 
ne

xt
 p

ac
ke

t [
of

 m
ed

ic
at

io
n]

 in
 ti

m
e.”

 (C
Y)

co
nt

in
ue

s 
on

 th
e 

ne
xt

 p
ag

e



Matos C et al.

The official Journal of the Portuguese Society of Rheumatology • www.arprheumatology.com	 243

their medications36,37. 
The qualitative thematic analysis of 

this study revealed a range of emotions 
and experiences related to the COVID-19 
pandemic. One of the most prevalent themes 
was fear of becoming infected with the 
coronavirus and infecting loved ones, as well 
as concern about the potential consequences 
of COVID infection, such as hospitalization 
or death. This worry was compounded by 
the uncertainty and unpredictability of the 
infection, with patients expressing concern 
about the lack of clear information and 
guidance from healthcare professionals and 
government agencies.

Communication is another important 
theme that emerged from this study. 
Many expressed frustration and concern 
about the barriers to contact healthcare 
professionals during the pandemic, which 
made it difficult for them to manage their 
pre-existing health conditions. On the 
other hand, the importance of clear and 
prompt communication with healthcare 
professionals was also highlighted, with 
some noting that regular check-ins and 
phone consultations helped them feel 
supported and better able to manage their 
RMD conditions.

The pandemic did impact on people’s 
emotional well-being. Many expressed 
feelings of loneliness and isolation, as well as 
frustration and disappointment with the lack 
of personal contact and physical touch from 
loved ones. On the other hand, some noted 
the positive impact of the pandemic on 
their relationships with family and friends, 
as it allowed them to spend more quality 
time with them. The importance of family 
support was highlighted. Many individuals 
relied on the emotional and practical 
support provided by their loved ones. 
Additional coping strategies that participants 
talked about were attending to hobbies and 
turning to religion for support to deal with 
their stress during this time. The subthemes 
were similar across countries, except for the 
impact of spirituality that applied specifically 
to Portuguese patients, which highlights 
an important cultural dimension among 
participants. Similar results were found in 
other studies where loneliness, isolation and 
lack of personal contact, were identified by 
different authors38–41.
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clarifications. In addition, participants reported stress, 
fear of a situation, and social isolation, which were also 
identified as themes in the first phase. In the dimension 
of healthcare delivery, many participants faced 
medication supply problems and difficulties accessing 
healthcare. Remote services were generally well received, 
and concerns were expressed about communication 
between patients and healthcare professionals along 
with the new inclusion of technology. In work and 
community settings, many seems to struggle with 
disclosing their disease and faced a lack of awareness 
and support from their colleagues. The survey results 
confirmed the keys and subthemes in the qualitative 
phase about the impact of the COVID-19 pandemic on 
people with RMDs.

Our study findings highlighted the importance of 
offering appropriate support and resources to address 
the various challenges patients had to face. These 
may include tailored interventions to support disease 
management, improved access to telehealth services, 
and support for mental health and financial well-
being. By addressing the unique needs of people with 
RMDs during the pandemic, healthcare professionals 
can work closely with patients towards mitigating the 
negative impact of the pandemic, supporting them in 
their self-management and overall well-being.

STRENGTHS AND LIMITATIONS OF THE STUDY

This mixed-methods study has provided a comprehensive 
understanding of the broad impact of the COVID-19 

Furthermore, the pandemic affected their daily lives. 
Some patients discussed the adjustments they had to 
make to their regular routines to stay safe and avoid 
contracting the virus. These included wearing masks, 
using hand sanitiser, avoiding crowded places, and 
working and socialising remotely. Patients expressed 
concerns about being unable to adhere to their medical 
treatments, due to medication shortages and difficulty 
obtaining prescriptions. 

Overall, the study’s results emphasize both the 
negative and positive impacts of the pandemic on people 
with RMDs. In the quantitative survey, most reported 
feeling less or much less supported by their primary 
care team members and general practitioner, with only 
a small percentage reporting feeling more or much more 
supported. This suggests that access to healthcare and 
support for people with RMDs may have worsened 
during the pandemic. Similarly, many respondents 
experienced more difficulty with their sleep and felt 
more fatigued, while others felt more physical pain. 
Many reported they felt much happier with their life and 
less socially isolated, suggesting patients may have found 
ways to adapt and cope with the pandemic.

The need for ongoing support and care for people 
with RMDs during the pandemic by those around them 
and the healthcare team, with dedicated strategies to 
address the negative impact on emotional well-being 
and quality of life, requires attention. Many participants 
experienced a lack of support from healthcare 
professionals, which was identified as a challenge in 
the qualitative phase. General practitioners were of 
additional support in this phase, providing phone call 

Figure 2. Disease management and well-being of people with RMDs (n=24) from four European Countries comparing the first and 
second waves of the Covid -19 pandemic
* Negative values represent decrease in the Disease management and well-being, while positive values represent improvement in those statements. 
Colors represent the response to the question as formulated. Some questions, marked with * (eg: 1, 2, 3, 4, 5, 7, 8, 9 10, 11) were formulated as negative 
statements, meaning that answers “more” and “much more” represents a deterioration in the disease management and well-being.
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al. Disruptions in rheumatology care and the rise of telehealth in 
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Rosa CM, et al. Rheumatology practice amidst the COVID-19 
pandemic: a pragmatic view. RMD open. 2020;6(2):e001314. 

18. 	Bhatia A, Kc M, Gupta L. Increased risk of mental health disorders 
in patients with RA during the COVID-19 pandemic: a possible 
surge and solutions. Rheumatol Int. 2021;41(5):843–50. 

19. 	Guaracha-Basáñez GA, Contreras-Yáñez I, Hernández-Molina G, 
Estrada-González VA, Pacheco-Santiago LD, Valverde-Hernández 
SS, et al. Quality of life of patients with rheumatic diseases during 
the COVID-19 pandemic: The biopsychosocial path. PLoS One. 
2022;17(1):e0262756. 

20. 	Glintborg B, Jensen DV, Engel S, Terslev L, Jensen MP, Hendricks 
O, et al. Self-protection strategies and health behaviour in patients 
with inflammatory rheumatic diseases during the COVID-19 pan-
demic: results and predictors in more than 12 000 patients with 
inflammatory rheumatic diseases followed in the Danish DANBIO 
registry. RMD open. 2021;7(1):e001505. 

21. 	Eriksen TE, Dinesen WKH, Uhrenholt L, Dreyer L, Duch K, Kris-
tensen S. Isolation in patients with inflammatory rheumatic dis-
eases during COVID-19 pandemic compared to healthy individu-
als: a questionnaire survey. Rheumatol Int. 2022;42(5):783–90. 

22. 	Leech NL, Onwuegbuzie AJ. A typology of mixed methods re-
search designs. Qual \& Quant. 2009;43:265–75. 

23. 	Given LM. The Sage encyclopedia of qualitative research methods. 
Sage publications; 2008. 

pandemic on people with RMDs. There are, however, 
important study limitations. The purposive sample consisted 
of people who had accessed higher education, which may 
influence their perception of the impact of COVID-19 in 
their lives. Disease activity was not assessed, which is likely 
to affect patient perceptions and experiences, namely the 
emotional well-being. Due to the small sample, the findings 
are not generalizable. Still, they provide an indication of 
first-hand experiences in people with rheumatic diseases 
across four European countries and how they coped (or 
not) with the challenges brought on by the COVID-19 
pandemic. Finally, the study did not explore the experiences 
of healthcare professionals, who played a crucial role in the 
care of patients with RMDs during the pandemic. This was 
beyond the scope of the study. 

CONCLUSION

This study highlighted the need for a comprehensive 
approach supporting patients with RMDs during a 
health crisis. The findings underscore the importance of 
clear communication between patients and healthcare 
professionals, social support where possible, and 
adaptability in navigating the challenges within the 
healthcare system of a pandemic. The study’s results may 
have important implications for healthcare providers 
and policymakers, suggesting a need for tailored 
interventions and support for people with RMDs during 
an acute situation like a pandemic. These findings may 
inform the development of meaningful support bespoke 
to individual needs, during unfolding, beyond COVID.
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