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Clinical practice guidelines

Clinical practice guidelines are systematically developed statements
to assist practitioner and patients decisions about appropriate
health care.

Recommendations are based on evidence from rigorous systematic
literature review.

Assessment and opinions of the experts of the committees are
taken into consideration when writing the guidelines.



Clinical practice guidelines:

e Reduce inappropriate care
* Minimize geographic variations in practice patterns

e Enable effective use of health care resources



Clinical practice guidelines in rare =
diseases

e The development of guidelines for RD presents many
challenges compared to more common diseases.

 This is related to limited data availability as well as health
professional knowledge and experience due to low disease
prevalence.
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Unmet needs on CPGs and on rCTDs =

Clinicians unmet needs: develop guidelines for the treatment
for rare disease related manifestations, improvement of
adherence to treatment, role of patients, impact of ethnicity

Patients' unmet needs

delay and uncertainty in diagnosis until confirmation by a specialist

need for new treatment options, less reliant on steroids and
associated with fewer side effects

more holistic disease management

scientifically validated patient focused guidelines on lifestyle issues
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Unmet needs

Holistic approach
Lack of guidelines

Clinicians’
perspectives

Need to have defined pathways
Heterogeneity of access care

Patients’
perspectives

Patients as authors of the publication
Best practice in Eurordis ePAGs
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Feedback from HCPs

Difficulties and barriers still exist for the use of CPGs in clinical
practive

Mainly represented by local legislative restrictions and time
limitation during the assessment of patients.

Proposals: development of easier and more practical version of
CPGs.



Feedback from patients

* CPGs should be more widely disseminated and adapted to the
different health systems in Europe in order to improve the
level of care provided to patients.

* Patient-friendly versions of CPGs and patients’ lifestyle
guidelines could play a great role in the process of
empowering patients in the management of their disease and
to support shared decision with healthcare professionals.
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EULAR recommendations for the management of
Sjogren’s syndrome with topical and
systemic therapies
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Recommendations

ERN ReCONNET points to consider for treating patients
living with autoimmune rheumatic diseases with antiviral
therapies and anti-SARS-CoV-2 antibody products

R. Talarico', G.A. Ramirez?, S.C. Barreira®, C. Cardamone®, P. Triggianese’, S. Aguilera®,
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lgG4 related disease
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Disease: Systemic Sclerosis
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ANTIPHOSPHOLIPID SYNDROME

1. EULAR recommendations for women's health and the management of family planning, assisted reproduction, pregnancy and menopause in
patients with systemic lupus erythematosus and/or antiphospholipid syndrome

Andreoli L, Bertsias GK, Agmon-Levin N, Brown §, Cervera R, Costedoat-Chalumeau N, et al.

Ann Rheum Dis. 2017 Mar:76(3):476-85.

2. [sereening and management of cardiovascular risk factors in systemic lupus erythematosus: Recommendations for clinical practice based
on the literature and expert opinion]

Arnaud L, Mathian A, Adoue D, Bader-Meunier B, Baudouin V, Belizna C, et al.

Rev Med Interne. 2015 Jun;36(6):372-80.

3. Guidelines forimmunologic laboratory testing in the rheumatic diseases: anti-Sm and anti-RNP antibody tests
Benito-Garcia E, Schur PH, Lahita R, American College of Rheumatology Ad Hoc Committee on Immunologic Testing G.
Arthritis Rheum. 2004 Dec 15:51(6)1030-44.

4. EULAR recommendations for the management of systemic lupus erythematosus. Report of a Task Force of the EULAR Standing Committee for
International Clinical Studies Including Therapeutics

Bertsias G, loannidis JP, Boletis J, Bombardieri S, Cervera R, Dostal C, et al.

Ann Rheum Dis. 2008 Fab;67(2)195-205.

5. EULAR recommendations for the management of systemic lupus erytherr 15 Withr psychiatric manifestations: report of a task force
of the EULAR standing committee for clinical affairs

Bertsias GK, loannidis JP, Aringer M, Bollen E, Bombardieri S, Bruce IN, et al.

Ann Rheum Dis. 2010 Dec:69(12):2074-82.

6. Joint European League Against Rheumatism and European Renal Association-European Dialysis and Transplant Association (EULAR/ERA-

. Welcom eto th e EL EDTA) recommendations for the management of adult and paediatric lupus nephritis
& > Bertsias GK, Tektonidou M, Amoura Z, Aringer M, Bajema I, Berden JH, et al.
Diseases Website. Ann Rhoum Dis. 2012 Nov:7I()1771-82.

An information hub

7. [Recommendations from the Brazilian Society of Rheumatology on the diagnosis and treatment of intestinal parasitic infections in patients
with autoimmune rheumatic disorders]

Braz AS, de Andrade CA, da Mota LM, Lima CM.
Rev Bras Reumatol. 2015 Jul-Aug;55(4):368-80.
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Educational activities for patients and healthcare professionals
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Adoption

Open CPGs for some diseases ———
4{ Adaptation ]

Rheumatic & Musculoskeletal Diseases

Existing evidence

ERN ReCONNET state of the art on clinical practice
guidelines for rare and complex connective tissue and
musculoskeletal dis?#s
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No CPGs for others diseases ——

No evidence
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Clinical practice guidelines

Clinical practice guidelines are systematically developed statements
to assist practitioner and patients decisions about appropriate
health care.

Recommendations are based on evidence from rigorous systematic
literature review.

Assessment and opinions of the experts of the committees are
taken into consideration when writing the guidelines.



ERNs and Clinical practice
guidelines

Development of CPGs: evidence AND experts AND patients
Points to consider

Implementation of existing Recommendations

Lay versions: patients

Adaptation: integration with existing health care systems

Development of evidence: observational studies, clinical
trials, real world evidence, knowledge generation, registries...




v European
' Reference
¢ Network

ERN
ReCONNET

Thank you

=Imarta.mosca@unipi.it

jreconnet.ern-net.eu




