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Lessons learnt from the recent recommendations
for the non-pharmacological management of

systemic sclerosis

Santiago T2, Fernandes Rz, Ferreira R+, Parodis Iss7, Bostrom Ce

Dear Editor,

In inflammatory rheumatic diseases including systemic
sclerosis (SSc) there is growing evidence that treatment
strategies should not only target disease control in terms
of clinical features and laboratory tests but consider dis-
tinct interventions to mitigate all domains of perceived
disease impact'?. The results of a multicentric work
based on data from the Rheumatic Diseases Portuguese
Registry (Reuma.pt)/Scleroderma indicated that the op-
timization of outcomes for patients with SSc would in
all probability require assessment of the needs of indi-
vidual patients and consider adjunctive interventions
in clinical practice to mitigate all significantly affected
domains of disease impact®.

Recently, in June 2023, a task force under the aus-
pices of EULAR, comprising rheumatologists, health
professionals and patient advocates published four
overarching principles and twelve recommendations
for the non-pharmacological management of peo-
ple living with SSc and systemic lupus erythematosus
(SLE). This publication emphasizes that non-pharma-
cological management strategies, such as lifestyle mod-
ifications, physical therapy, occupational therapy, and
psychosocial support, can greatly improve the quality
of life for individuals with SSc*. Such interventions can
help manage pain, reduce fatigue, improve mobility
and function, and address the psychological impact of
living with a chronic illness. The four overarching prin-
ciples for the non-pharmacological management of SSc
(and SLE) can be summarized as follows:

"Rheumatology Department, Centro Hospitalar e Universitario

de Coimbra, Coimbra, Portugal; 2 Faculty of Medicine, University
of Coimbra, Coimbra, Portugal; ® Leeds Institute of Rheumatic

and Musculoskeletal Medicine, University of Leeds, Leeds, United
Kingdom; 4 Nursing Research, Innovation and Development Centre
of Lisbon (CIDNUR), Nursing School of Lisbon (ESEL), Lisbon,
Portugal; ® Division of Rheumatology, Department of Medicine
Solna, Karolinska Institutet, Stockholm, Sweden; ¢ Department of
Gastroenterology, Dermatology and Rheumatology, Karolinska
University Hospital, Stockholm, Sweden; 7 Department of
Rheumatology, Faculty of Medicine and Health, Orebro University,
Orebro, Sweden; 8 Department of Neurobiology, Care Sciences and
Society, Karolinska Institutet, Stockholm, Sweden

Submitted: 05/01/2024

Accepted: 03/02/2024
Correspondence to Tania Santiago
E-mail: tlousasantiago@hotmail.com

i. should be tailored to the patients’ needs, expecta-
tions, and preferences;

ii. should be based on shared decision-making;

iii. may comprise one or more interventions, and may
be provided alone or as an adjunct to pharmaceuti-
cal treatment; and

iv. should not substitute for pharmaceutical treatment
when the latter is required.

The generic recommendations for both SSc and SLE
are directed toward improving health-related quality
of life (HRQoL): patients should be offered education
and self-management support; smoking habits should
be assessed, and cessation strategies should be imple-
mented; avoidance of cold exposure should be consid-
ered for the prevention of Raynaud’s phenomenon; and
physical exercise should be considered for people living
with this disease.

Particularly, in patients with SSc:

* patient education and self-management support
should be considered for improving hand function,
mouth-related outcomes, HRQoL, and ability to per-
form daily activities;

 orofacial, hand, and aerobic and resistance exercise
should be considered for improving microstomia,
hand function, and physical capacity, respectively;
and

» manual lymph drainage could be considered for im-
proving hand function in patients with puffy hands.
These recommendations not only intend to guide

non-pharmacological management, but also to increase

awareness of the importance of patient involvement
in the management of their disease and encourage
interprofessional and multidisciplinary teams to per-
form further research in this field. Unfortunately, these
non-pharmacological approaches are often underused
or not offered to patients. This may be due to a lack
of awareness among healthcare providers, limited re-
sources, or a focus primarily on pharmacological inter-
ventions. However, it is essential that we recognize the
importance of a holistic approach to patient care and
rehabilitation and ensure that non-pharmacological
strategies are integrated into the management plans for

SSc patients.

Importantly, the recognition of the huge impact of
Raynaud’s phenomenon and digital ulcers on the ev-
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eryday lives of patients with SSc has increased interna-
tionally®® and nationally. The first Portuguese Recom-
mendations on the topic, performed under the auspices
of GEDRESIS (Rheumatology Portuguese Society Study
Group), were formulated to provide guidance on the
non-pharmacological and pharmacological manage-
ment of Raynaud’s phenomenon and digital ulcers in
SSc and published in this issue of ARP Rheumatolo-
gy’. They were based on a previous systematic review
of the literature® and multidisciplinary expert opinion,
including rheumatologists, surgeons, nurse specialists
and a patient research partner. Twelve studies (includ-
ing only four RCTs) addressing the effectiveness of
nonpharmacological interventions in patients with con-
nective tissues diseases were identified, but the wide
variations in the content of interventions and outcome
measures prevented a meaningful synthesis of results
across studies®.

Both publications” ® highlight the paucity of
high-quality evidence on non-pharmacological inter-
ventions; the majority of studies were of modest or
low quality. Findings should be interpreted with cau-
tion due to heterogeneity in interventions and outcome
measures, low methodological quality, and small sam-
ple sizes.

These aspects, as well as the urgent need to devel-
op new nonpharmacologic interventions has also been
highlighted in the research agenda of the previously
mentioned EULAR recommendations®. One important
aspect is the blinding strategies of the randomized con-
trolled trials, the need for longer-term trials as well as
the need to conduct powered and sufficiently large RCTs
in SSc. This will only be possible through multicentric
trials and international collaborations. Another aspect
is the lack of robust evidence on the efficacy of psycho-
social interventions for people with SSc’. The efficacy of
diverse psychosocial interventions holds great promise
for enhancing patients’ resilience, reducing the impact
of disease, and optimizing their ability to live fulfilling
lives?. Gaining more insight into patients’ needs could
make substantial contributions toward optimization of
treatment strategies aimed at improving outcomes of
interest to the SSc patient population, incorporating a
holistic and personalized management plan.

Hopefully, both sets of Recommendations will pro-
vide guidance on non-pharmacological interventions in
the management of SSc and promote their use in clini-
cal practice alongside pharmacotherapy to improve the
overall quality of care for people with SSc in Portugal,
in Europe, and worldwide.
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