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MEP foreword

It is my great pleasure to introduce
this report and take the opportunity
to call attention to the recent work
that FESCA has done in raising
awareness of the unmet needs of
those living with a disabling disease.

Their ambitious patient survey delivered on scope,

pulling in answers from every corner of Europe, and

giving a never - before -seeninsight 4J nAK3 7z n&a=j nE
journey and quality of life in 20 different countries.

Systemic sclerosis, also known as scleroderma, is a rare, complex condition, and one that has
a profound effect on the lives of those living with the disease, impacting major organs of the
body, including the lungs, heart, kidneys, and skin, in a progressive, and disabling manner.

As the results of the study have shown, there remains a pressing need to act for the patients,

to work to reduce the burden of the disease from a social and economic perspective. This

starts with drawing political attention to the needs of people living with the disease V' namely
timely diagnosis and access to treatment V to help reduce the great inequalities that exist

between European countries.

bKé: "~ EXKeANAK|[ZEKaoZ]nalaoKASe KAEELZIEXKnIl2ZnK3tEnTK
nliZe KoZEZNoZwKoljZnKEnzZNnEKsanl KAosnNt AZ4] #Knlj = KEI| A
providing equitable access to treatment options, as well as access to hon - drug treatment

options to manage the disease from a physical and psychological perspective.

The impact on employment and financial stability must be clearly addressed by implementing
adequate labour market policies, ensuring participation in society and financial independence,
whilst preventing work - related issues.

These gaps can be turned into opportunities and be addressed via the recommendations
identified in the report as well as by the revision of the rare diseases regulation, the future
regulation on the European Health Data Space, the European Mental Health Strategy, and the
European Disability Strategy.

btNnliZN3ANZwKbKé: ~ EXK bajoKnljZKea$linKnAK9gAA3 Kt z
2022, successfully called attention to people with systemic sclerosis, bringing discussions on
the disease to the attention of policymakers and the public alike.

We collectively have a lot to learn about systemic sclerosis, and | am committed to
contributing to making Europe more responsible, competent, and present in the field of health
and therefore united in the fight against life changing diseases.

It is time for rare diseases to become a political priority for

the European Union and European countries. We must work

together to deliver real change for those with systemic Qj&jj\/\@ WJ\
sclerosis, as well as their families, and to give the Patrizia Toia
opportunity to  live a full and rewarding life. Member of the European Parliament



FESCA foreword

Patients have a voice,
but experience shows
they're not always heard
by the people who really
should be listening.

Despite the massive impact of systemic sclerosis (also known as scleroderma), which
targets the connective tissue and immune and vascular systems, the care mechanics
present a significant management problem for patients and their doctors alike.

It is difficult to diagnose, primarily due to a lack of awareness surrounding the condition
in the medical community, and challenging to treat, as each patient's condition is unique.

While symptoms can vary from person to person, the single unifying factor we often see is
the negative impact that living with scleroderma has on the lives of patients. Simple daily
activities become real challenges, with things progressing to the point that the disease can
be disabling and even fatal.

By listening to the people living with scleroderma, a crucial viewpoint that all too often
is overlooked by the medical community and policymakers, we can have a proper
understanding of the disease's impact and the effectiveness of current interventions.

Genuine insight is the key to understanding any disease, and that's why what we have
done here is so important.

With this report, we have gathered the opinions of the patients and those who know them
best and used them to identify five crucial areas where opportunities for improvement lie
and where respondents reported experiencing inefficiency, gaps, or limitations.

Our key message is the significant need to look at the burden of the disease from a social
and economic perspective, which has been neglected for too long.

At FESCA, we are committed to helping ensure the solutions become a reality, but we
cannot do it alone. For this reason, we are calling on policymakers to step up, consider

our recommendations, and improve diagnosis, treatment, and quality of life.

Sue Farrington

President, Federation of European Scleroderma Associations

The patients have spoken.

Will you listen?



About FESCA

*

L1
FESCA

Federation of European Scleroderma Associations

FESCA, Federation of European Scleroderma Associations, acts
at a pan - European level to promote and achieve its objectives in
alignment with the aims of the national groups it represents. As

an umbrella group, FESCA supports its member organisations,

while the support of individual sufferers of systemic sclerosis
remains the sole remit of national organisations.

bKé: "~ EKAkA&AZt ndoZEKaAjtgtoZKZIJt ALN

of politicians and industry, working with doctors to secure earlier
diagnosis and better treatments, and creating greater awareness
of systemic sclerosis so that those who suffer from it can
access proper and equitable care. To do this, FESCA facilitates
collaboration among national associations to share ideas and
projects, and works towards the evolution of a political, social,
and medical environment that facilitates the achievement of the
FESCA vision.
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Executive summary

Systemic sclerosis  (SSc, also referred to as scleroderma) is a rare,
chronic and disabling condition, with complex symptoms that require
specific treatment and care.

However, awareness surrounding the disease is limited by a lack of
guantitative data on how people experience its impacts on their daily
lives V from diagnosis to treatment, disease management and
beyond.

The Federation of European Scleroderma Association (FESCA)
launched a Europe -wide 2023 survey to highlight the unmet needs of
people living with  SSc, and to bring these issues to policymakers and

health authorities to find solutions together. The survey aimed to
complement existing clinical data with data from lived experience of
diagnosis, treatment and quality of life.

»*

Based on the survey findings,
FESCA both highlights and provides
recommendations for five key

opportunities for improvement.



Executive summary

1.

2.

Improving outcomes through timely, accurate and appropriately

delivered diagnosis

A swift diagnosis is vital to ensure SSc does not progress unchecked, yet many
people receive an incorrect or delayed diagnosis. This is caused by a lack of
awareness and can be mitigated by ensuring that healthcare professionals in
primary care positions are educated on early signs and symptoms, and clear
diagnostic guidelines are set, so that clear, comprehensible and concise

information can be relayed to the patient.

Empowering people living with SSc through shared patient - physician

decision - making, together with access to community support

Each individual with  SSc experiences symptoms in a different way. For this
reason, all patients should follow a clear, comprehensive treatment plan that
takes their individual needs into account. To ensure this, shared
patient/physician decision making should be included in clinical guidelines, and
people with  SSc should be provided with informational materials, including
referrals to support groups and patient associations.

Providing equitable access to clinical trials and

treatment options

All people with  SSc should receive the same opportunity to take part in clinical
trials. To ensure this, national SSc patient registries should be established in
compliance with the  FAIR data * 2 exchange guidelines that make the information
Findable, Accessible, Interoperable and Reusable and that would organize data

on a common platform easily shared by SSc specialists across Europe.

Expanding access to multiprofessional 3 care

The impact of SSc is not limited to physical and physiological symptoms:
emotional issues, isolation, and complications relating to social, work and

familial relationships also impact upon those diagnosed. Access to non -drug
treatments should be prioritised by health services, and training for healthcare
professionals on the importance of non - drug treatment should be provided.

Addressing the financial impact of SSc

Many people with  SSc are impacted financially by the condition, due to
disruption in workforce participation and out - of - pocket spending. Disability
benefits for SSc should be provided, alongside full coverage of both drug and
non - drug treatments.



Introduction

Systemic sclerosis  (SSc), also referred to as scleroderma, is a rare autoimmune disease
that increases production of connective tissue in the skin and internal organs, turning

simple daily activities into real challenges that have a significant impact on the lives of

those diagnosed. The disease can be disabling and for some people, even fatal. A chronic
disease of the connective tissue, immune and vascular systems, SSc presents a major
management problem for patients and their doctors.

Also, SSc can occur in combination with another connective tissue disease known as
SSc-Ao3XNgz3 KEe] oNAZZI0Kslj&t |j KoAtkgZEKnlj S KktNoZ] KAI T
10% of people who replied to this survey.

Difficult to diagnose  V largely due to a lack of awareness surrounding the condition in

the medical community VX214t |j K3 SNEA] ™ E K SScisysidué. Eallyldiagnosip i
essential, but it can be lengthy, preventing timely access to treatment and care, thus

allowing organ damage to progress. And when diagnosis comes, physical pain can be
compounded by social isolation and challenges in maintaining working lives, financial

stability, and social and psychological health.

This is the everyday reality for the 2.5 million people who live with the disease around
niZKeANgowdAKEAIZZI] KzNZK3NZoA3a] 27 ngeKzI I It nZowKea
ZnKzZNAt]) oKobowaKoi cwggg6K3ZTA3gZKzNIKZIIZt nIoKke K

To date, information on ~ SSc has been primarily collected through quantitative data that
focuses on diagnosis, disease progression and management. However, numerical data is
insufficient in capturing how the condition impacts every part of life. An ever - evolving
condition, only people living with SSc have a true understanding of the disease impact

and how effective current interventions are V/ a crucial viewpoint that all too often is
overlooked by the medical community and policymakers. To ensure that allocation of

resources by healthcare systems focuses on what matters to those with SSc, we need to
gain a better understanding of their perspectives and find practical ways to remedy any

gaps.
Acknowledgments
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Introduction

Building upon the momentum of the 2022 position paper, "yjo&dz# ] AESoKZ] o KtE]
01l >KN>79gandSEKAI KEs Ens 34&t MESGARdS AoRtaauedkthejsuctessiglA 3 = Kn, A
" ba&J] oKnli ¥ Ko a ichmpaigp Altnsinpthdtie uitnet needs of people living with

SSc and the challenges they face regarding diagnosis, treatment and health - related

quality of life. As part of this campaign, FESCA has been looking into the challenges

faced by those living with this disease, from limited access to treatment and care, which

b 2 KozNe Kzt NAEEKKENA3 S wKnAKnljZKa332t nKA] K3 Az gz~
well as their performance and independence at work. Lack of public access to non -drug
treatments, including psychological support and adequate labour market policies, as well

as affordable and accessible care services, remain key challenges to be overcome on a

daily basis.

In January 2023, FESCA launched a Europe - wide patient survey as the latest step in our

efforts to shine a light on the unmet needs of the SSc community and urge policymakers

to consider improving diagnosis, treatment and quality of life as a priority. Disseminated

7t NAEEXKt ¢ Kt Aty nNaZEBwKnlj S KEtNoZeKza3Z0KnAKt A33¢g=2

comprehensive understanding of the socio - economic challenges for people living with
SSc throughout Europe, including their experience of navigating a complex journey
through the health system and the socio - economic burden of the disease, to justify

further attention and interventions from policymakers and health authorities.

Our aim is to find sustainable solutions that will improve treatment and care options.
0l AaEXKEnzZNnEKeanl K¥zaj aJ] ¥ KZzKkxZnnIZNKt]j oXNEnzj oaj # K

remedy any gaps in care. By deepening research into the lived experience of SSc
available to the medical and health policy communities, we strive to advocate for fairer

access to treatment for all. Considering the need to prioritise resources allocated to
healthcare systems and potential costs of new and emerging therapies, socio - economic
data play a key role for policymakers in planning effective social and healthcare

interventions.

FESCA is committed to exploring these findings further, and hopefully this report will
encourage others within the research and policy community to do the same.



https://fesca-scleroderma.eu/wp-content/uploads/2022/07/FESCA_WSD22_PositionPaper_Final_0722-JULY-11.pdf
https://fesca-scleroderma.eu/wp-content/uploads/2022/07/FESCA_WSD22_PositionPaper_Final_0722-JULY-11.pdf
https://fesca-scleroderma.eu/wsd2022/

Survey findings

In total, 1223 people completed the survey, from 20 countries r W
To investigate the socioeconomic impact of SSc and the from a patient
perspective, we identified and provided recommendations for five main indicators that

correspond to five crucial areas where opportunities for improvement lie , as
respondents reported experiencing inefficiency, gaps, or limitations. These indicators
were as follows:

1 Improving outcomes through timely, accurate and appropriately delivered
n

diagnosis.
This indicator looked at understanding the typical time between experiencing first
signs or symptoms to receiving a correct diagnosis of SSc, focusing on the reasons

for a delayed diagnosis or misdiagnosis. Patient experience at diagnosis was also
explored, in terms of information received, ease of understanding this information
and time for discussion with a healthcare professional.

2 Empowering people living with SSc through shared patient - physician decision -
a Making, together with access to community support.
This indicator looked at patients' assessment of their own involvement in
developing a treatment plan, as well as the support received along the care
pathway from healthcare professionals, access to and support from patient
organisations , and educational material to manage their condition and its
consequences.

3 Providing equitable access to clinical trials  and treatment options.

« This indicator looked at how people living with SSc assessed their opportunity
to take part in a clinical trial and their access to an approved drug treatment
(including any barriers experienced).

4 Expanding access to multiprofessional  care bl'b

. OlAEK&] ocat 2nANKgAAAS oKZnK3 Z2na2] &S oikthelt EoZidf E 3 2] n
functioning, including their mental health and daily activities (i.e., related to the
disease). It also considered access to non - drug treatments  (e.g., psychological
support) and to  multiprofessional teams as a way to manage the disease.

5 Addressing the financial impact of SSc.

« This indicator looked at how people living with SSc considered the disease to
impact on their work life, studies or earning ability, alongside their assessment
of the financial coverage provided to cover drug and non - drug treatments due to
costs and out - of - pocket spending incurred. On this basis, we developed
recommendations for policymakers to take forward to advocate for people
living with  SSc, together with comparative maps to illustrate the situation across
all countries.

*Austria, Belgium, Croatia, Cyprus, Czech Republic, Denmark, Finland, France, Germany, Greece, Hungary, Italy,
Netherlands, Norway, Portugal, Romania, Spain, Sweden, Switzerland, UK.



Key opportunities and policy
recommendations

Delaying critical access to treatment and care that can prevent disease progression,

these misdiagnoses come down to a lack of awareness of SSc within the medical
community. This means that the condition is relatively unknown among healthcare
professionals, and diagnosis is typically left to rheumatologists ~ who know the disease
better. With limited knowledge of SSc among general physicians due to its nature as a
rare disease and lack of inclusion in medical programmes , some people can wait months
V even years V before receiving an accurate diagnosis.tt

Misdiagnosis or delayed diagnosis allows the disease to progress unchecked; the

importance of timely diagnosis is therefore crucial. In fact, only 50% of respondents
received a correct diagnosis within a year of first experiencing signs or symptoms. Of the
rest, 40% of those surveyed were incorrectly diagnosed  with either anxiety or depression
(16% of respondents), or other conditions including autoimmune thyroid issues, carpal

tunnel, lung disease or fiboromyalgia.

Percentage of respondents that waited 6 months to
several years for a correct diagnosis *

s 716% e 73% I 4%

21N
-I— 71% HE /1% I 45%

* Based on total respondents per country




First signs and symptoms of systemic sclerosis *

Rather than being referred to a specialist at the earliest opportunity, signs such as

dzejzto” EX3 2] A3S) A wK3zNAZoKke K3 AANKkgAAoKt ant t
coldness of the fingers and toes, is often mistaken for other autoimmune conditions,

such as lupus, rheumatoid arthritis, or dermatology issues; or are misconstrued as a

minor affliction.

Other 2,85%

Tight skin that causes reduced movement

5,12%

Swollen, ~ 3 t lifiligers 12,38%

Skin thickening (scleroderma)

6,54%

Reflux/heartburn

8,98%

4 7 ¢ ] 7 tpeholmenon (decreased blood flow to the fingers) _ 16,92%
Muscle inflammation (myositis) - 3,45%
Lung problems - 3,03%
Kidney insufficiency (poor function of kidneys) I 0,50%
Fatigue 11,58%
Dyspnoea (shortness of breath) - 3,99%
Difficulty in swallowing - 4,23%
Digital (finger) ulcers - 4,62%
Calcinosis (calcium deposition under the skin) 2,15%
Arthritis 3,96%
*Graph elaborated based on total responses 0,00% 5,00% 10,00% 15,00% 20,00%
When the diagnosis is confirmed, many struggle to comprehend the full nature of this
rare and complex disease, and report a lack of access to high - quality, readable’?, and
informative material on their condition. While patients receive general information from a
medical professional at the time of diagnosis, only 63% considered this information easy

to understand , with many seeking out information from alternative sources such as the
internet (30%), patient  organisations (22%), and systemic sclerosis  centres (11%).
Furthermore, just under half ( 46% ) of respondents felt that they had enough time to
discuss their diagnosis with a medical professional, with the rest lacking sufficient time
(29%) or feeling neutral about their experience (25%).

This survey data is supported by analysis of in - depth interviews with ~ SSc patients?s,
which reveals that they have difficulty retaining information shared during their

diagnostic consultation, and that detailed practical information is not available at this

critical touch point with their physician.



Why it matters

A swift diagnosis  and rapid referral to a centre of expertise are critical elements in

bringing people living with  SSc the timely care that can slow disease progression V yet

symptoms are often misconstrued, resulting in delayed or inaccurate diagnoses. And

without guidelines to improve early diagnosis, healthcare professionals in Europe are

reliant on classification criteria from the American College of Rheumatology (ACR) and

the European Alliance of Associations for Rheumatology (EULAR) V" which provide a

standardised definition of a condition for clinical research purposes, and not for use in

routine clinical practice, since some patients diagnosed with SSc may not fulfil

t gZEEal &t zndAj Xt NanINaz wbllOKoj E3aNznaAj Kt 2] KkXKnz
Diagnosisof SS€ KIEEKA» é ékebldwKzadoca] #+KljZZ2gnljtznNZK3NAI ZEES
sclerosis and scleroderma - like diseases. Finally, agreeing on international diagnosis

guidelines will ensure the emergence of common diagnostic standards in Europe,

facilitating the exchange of SSc-related information between national centres, and

across the community of healthcare professionals and Centres of Excellence in the EU.

Better equipping primary care practitioners on early signs and symptoms is crucial in

securing timely diagnoses  V moving to a baseline where medical professionals are fully

informed about the disease and the need for early specialist intervention. To get there,

mandatory teaching programmes on SSc and other rare diseases should be included in

all medical curricula throughout Europe. Primary care professionals must be trained in

identifying first signs, including the importance of d7e] 2t o EXK3 | hatdfige ] A] K
precedes diagnosis (potentially by decades in patients with the limited cutaneous form

of the disease).

At the point of diagnosis , clear and comprehensible educational materials must be
available regarding the nature of their condition (both physical and psychological) and

how to manage it , together with information on how to access local peer support
networks V with this information coming direct from their physician, instead of self -
sourced from the internet and other secondary resources. These supporting materials

should be tailored to the specific sub - stage of disease that the person is currently
experiencing.



Our policy recommendations

23
\

~

Set international diagnosis guidelines to improve
early diagnosis of the disease for rapid treatment,
which include accelerated referral to specialist
centers after signs have been recognised by
primary care physicians.

Ensure medical and healthcare professionals,

especially in primary care, are trained to focus on
identifying first signs of the disease, including

azejJ zto” EK31ljZ] A33S] A wKke K&jJ
teaching programmes on SSc and other rare

diseases in all medical curricula throughout

Europe.

Share, at the point of diagnosis, high - quality and
readable information on the disease, how to
manage it and where to find support.

Tailor information for patients to the specific
sub - type or stage that each patient is experiencing.




Key opportunities and policy
recommendations

SSc affects each person differently. For this reason, all people should be provided with a
clear and comprehensive treatment plan that takes their individual needs into account
along the care pathway. This includes feeling empowered to have a say in their own
treatment plans and choice of drug interventions.

At present, this is not the reality: around 50% of respondents were  not involved in their
own care plan development or choice of drug treatment ,and 45% did not feel they
received sufficient support along their care pathway, including access to educational
material and information on local patient organisations or peer support groups. As many
as 69% of respondents were  not referred to any patient organisation by their healthcare
provider following diagnosis.

Moreover, educational materials  provided were not feltto be comprehensive enough:

“gal TKIljzt £AEC KKEANKZo023n2naA] EkKnAKkInnINKt A3z IKean
options and medications, additional information on the physical and psychological

consequences of the disease, and more practical information how best to manage their

disease were all suggested as desired resources.

- = .

735% 65% 62% 51%

of respondents were not involved in developing their
own treatment plan*

| - = .

92% 74% 68% 54%

of respondents were involved in developing their
own treatment plan*

* Based on total respondents per country




These findings emphasise the consistent need for shared decision -making in SSc

treatment and care, which correlates directly between involvement in their own

NnNZzZn3=] nK3NAt SEEKZ] o K&33 NAo ZoKAL nViAckding shatadkKb 7 n, & =
decision - making with their healthcare provider and information to better understand

their conditon VAEKes aoXge KNIt A+] aE I o blegualitEand Juskalhiibiek g = N KA Il
healthcare. As shown in other disease areas such as oncology, feeling in control can also

reduce anxiety surrounding the condition, create realistic expectations and promote self -

b Z2NZXKljzkanEwKeljagsKt A nnNaktetna] + KnAKkInnnNK3znaj

are provided with access to information on symptoms, treatment options and disease

management. Patient  organisations play a crucial role in bridging gaps across the patient

pathway, from disease management to emotional support and financial advice.

Why it matters

On the basis that access to patient support groups and reliable information on managing
their condition correlates to improved health outcomes, a commitment to shared
decision - making and access to practical information provided at the point of diagnosis
should be embedded in clinical medicine standards across Europe.

Information about  SSc- related physical and psychological consequences should be given
alongside treatment information, together with consistent and timely referrals to

national and European patient associations. Part of quality healthcare delivery is
understanding what people coping with a condition want to know and providing that
information at the right time, for each stage of the disease.

To this end, the lack of time or confidence among healthcare professionals to distribute

patient support information represents a major missed opportunity to empower people

as drivers of their own health journey. Access to European Cohesion Funds i KZJ] o KAnlj =T
public financial schemes to support patient groups can be a crucial pathway to support

this goal, while investing in further research on the disease through funding allocations,

support and advisory activities.



Our policy recommendations

Include shared decision -making in international
clinical guidelines.

Include advice for patients on managing the
physical and psychological consequences of their
condition, as part of standard treatment
information materials.

At the point of diagnosis, provide referral and
insights into national and European patient
associations for SSc.

Tap into European Cohesion Funds and other public
financial schemes to support patient groups, and
invest in research, patient support and advisory
activities.




Key opportunities and policy
recommendations

Early and accurate diagnosis means that people can initiate their SSc treatment plan

promptly and detect internal organ involvement quickly. These complications, such as

severe lung fibrosis and pulmonary arterial hypertension, are more difficult to treat and do

] AnKNZE3A] 0KeZggKnAKnljInNZz3asEwbbKeéxInkKNzzadoKztt IE
options, together with timely diagnosis, remain major challenges for people living with SSc
across Europe.

While the vast majority of respondents currently receive some drug treatment for SSg, all
respondents reported difficulties with receiving treatments, as well as late diagnosis
(23%), and non -referral to specialist or expert centres (16%) to long waiting times, and the

need for multiple examinations (40%).

B 310
Percentage of respondents S

who considered that lack of I 26%

referral toa SSc specialist

was the main barrier to = 26%
. . u

accessing treatment

G 22%

* Based on total respondents per country




Clinical trials are another important treatment possibility. Through clinical trials,

researchers assess the safety and efficacy of a medicinal product. 21 Early and focused
conversations on clinical trials as a part of their treatment mean candidates can be
invited to participate in research studies before key eligibility windows lapse. Healthcare

professionals play an important role in raising awareness about the option of clinical
trial participation; therefore late referrals that could stop a patient from joining a clinical
trial must be prevented. Patients must be made aware about clinical trials, their
availability and how to participate.

Currently, survey findings reveal that as many as 70% report that they were never
offered the opportunity to take part in a clinical trial by their healthcare practitioner.
Awareness and variable access to specialists remain key barriers: clinical trials are
primarily conducted in teaching hospitals, where specialist physicians are informed of
ongoing trials and are proactive in recruiting participants. However, almost 50% of
respondents reported that they are treated in regional hospitals, compared to 32%

treated in expert SSc centres .

Percentage of respondents that never received information
about taking part in a clinical trials*

99% 83% 81% 70%

I
25% 54% 26%

* Based on total respondents per country




Why it matters

To ensure timely access to treatments, it is necessary to improve the medical
t A33t)ane” EXKA AcgZo+xXKAIKnljKodEZZESWKEAKnljINz Kz
participation and successful treatment options.

In this regard, patient registries  are particularly useful for improving wider understanding
of rare conditions, including SSc, where small patient populations mean less awareness
of the condition within the medical and patient communities. Clinicians can use registry
insights to assess potential for an effective clinical trial.22 For this reason, improved

access to patient registries for SSc, and coordination of these resources across countries
are key elements of national health strategies to improve timely treatment and quality of

life, as well as understanding of the condition.23

Currently, several national and regional registries exist across Europe, in addition to the
European Scleroderma Trials and Research group (EUSTAR )b HBam some countries, this
could mean building a national SSc patient registry  to construct health policies by
concentrating on the incidence, epidemiology and prevalence of the disease, as well as
collecting and sharing  standardised data on health status. For other countries where
registries are not yet established or feasible, links should be established with the

existing EUSTAR database, as a powerful tool to share SSc data across borders. In
tandem, mandatory teaching programmes on clinical trials must be added to medical
training curricula, to reinforce understanding of rare disease treatment options among

the emerging healthcare workforce.

Registries are not the only aspect to consider if we want to ensure patients have access
to clinical trials. In fact, because of the trial design, many patients often do not fit the
specifications for clinical trials, and this is another reason why they are not asked to

consider taking part. We must address this issue and make clinical trials less selective
and more representative , by including a broader  SSc patient population.



Our policy recommendations

Include mandatory teaching programmes on
clinical trials in medical curricula.

Build national SSc patient registries compliant
with the FAIR data principles to collect and share
standardised data on the health status of
patients.

Link to the EUSTAR database to share SSc data,
particularly in countries where registries are not
established.

Encourage the broadening and development of
eligibility criteria for clinical trials to be more
representative of populations.




Key opportunities and policy
recommendations

4. Expanding access to  multiprofessional care

The impact of a SSc diagnosis is not limited to physical symptoms alone. People with  SSc

live with a disability affecting all aspects of their lives V from physical symptoms like

378 wKgt] + KIAKkNAEAEWKt 2NodAoZEt tgzNKANK+ZENRNAA] n,
phenomenon (hnumbing and coldness of the fingers and toes caused by poor blood

circulation), to a pervading  sense of isolation  from school, work and social relationships,

which takes its toll on mental health

Respondents indicate that ~ physical and emotional difficulties impact their ability to
socialise with family and friends, whether through difficulty in expressing their own

emotions surrounding the disease (21%), a perceived lack of empathy from those around
them (17%), including friends and family (11%) and insufficient support from a healthcare
professional (15%). Active participation in the workforce is also impacted by physical
limitations, with the majority (65%) reporting having reduced the time spent on work or
activities in some capacity.

4 7 ¢ ] % tpehokenon (decreased blood flow to the fingers) 92,00%

Fatigue 90,00%

Pain

81,00%

Reflux/heartburn

73,50%

Dryness of the mouth and eyes 71,00%

Dryness of the vagina _ 65,00%
Dyspnoea (shortness of breath) _ 59,00%
Shortness of breath _ 56,00%
Difficulty in swallowing _ 54,00%
Stomach ache _ 53,00%
Constipation _ 52,00%
Tight skin that causes reduced movement — 51,00%
Diarrhea _ 50,00%

Digital (finger) ulcers _ 38,00%
Calcinosis (calcium deposition under the skin) _ 37,00%
Faecal incontinence (unable to control your bowels) _ 28,00%

0,00% 10,00%20,00%30,00%40,00%60,00%460,00%70,00%80,00%00,00%4.00,00%

*Answers provided are based on a Likert scale (never, rarely, sometimes, often, always). Percentage represented include
sometimes, often and always answers.



While there is currently no cure for SSc, arange of drug and non - drug treatments exist

to effectively manage it. People living with SSc are treated most effectively by a
multiprofessional  care team of general practitioners, rheumatologists, specialist nurses,
organ - focused specialists, and other healthcare team members including

physiotherapists and podiatrists. 25 Most respondents  (70%) indicate limited, or
incomplete accessto  multiprofessional  teams, stating lack of access to a specialist
nurse for the treatment of digital ulcers (60%) and no provision of non -drug treatments
including physiotherapy, psychological support, occupational therapy , respiratory
rehabilitation and ergotherapy (47%) as key areas for improvement. Of these non -drug
treatments, very few respondents (21%) report access to physiological support  , and even
fewer indicate they have received treatments such as occupational therapy, osteopathy,
respiratory rehabilitation and ergotherapy.

Yet this access to multiprofessional care is not routine : specialised non - drug services,
including psychological and mental health support, interpersonal counselling, or physical

and occupational therapy are not typically part of the treatment plan. Health services

must prioritise access to psychological and psycho - social care, as well as othernon -
drug treatments (e.g., physiotherapy), together with providing coordinated care and

support to ensure that people can make informal life choices to manage the impact of

their disease.

Research suggests that factors influencing referral to non - drug care arise not only from

a need for better referral policy and rheumatologist awareness, but also due to lack of
knowledge and limited confidence in the competence of other disciplines. Regular

contact between rheumatologists and health professionals is regarded as a crucial factor

in increasing confidence in non - drug treatment options. 26 Only 52% of respondents were
provided with the opportunity for a telephone or online consultation with an SSc
specialist.

Another major barrier to accessing these non -drug care options arises from the fact that
they are often not reimbursed by national healthcare systems or insurance companies,
which is another opportunity for improvement that will be addressed in the following

section of this report.

miDi= 1=

83% /2% 47% 43% 41% 24%

of respondents have access of respondents have access
to multiprofessional teams * to non-drug treatment *

* Based on total respondents per country




Why it matters

While non - drug interventions do occur, the usage, content, delivery methods and access

to these interventions are not always optimised W KANKZo XS] KEtanZzkgZwb6XK: NI
SSc, there is no proper guidance, hindering the widespread adoption of non -drug

&) nZNoxj ndA] EWKNI3NZIEZ] nd] +KzK3AEEZ0KA33ANRL] dne
recommendations for the non  -drug treatment of  SSc and their implementation have the

potential to improve quality of care for people with SSczt NAEEKKENA3 ZKzZ] oKe A

In addition, to also evolve the current situation, there is a need to develop the available
nNZzZn3=] nKzNt |jamblanyspake ¥aK] mAKZAHGEKS Ao X g Kz 3A] K] zn:
systems. Within this model, a reference centre (hub) and second - line local treatment

l 2t 8g&naXEKIKE3AAZEKRKA] nZNzt nKnAKNZ3480g9ge KZEEZEEKZ
conditions, and deliver timely, specialist care. Expertise is shared across the network,

improving general practical knowledge on SScwKoé lj aEK A AcgZo#IKjhdlpge AN E
improve the flow of information and communication across health services and

combines clinical and non - drug support services . It develops holistic care pathways by

creating better connections between general practitioners, patients and their advocates,

dermatologists, rheumatologists, and pharmacists.

KclitkKZ]) oKE3AEZ+ K3AoZgK3zgzt TEKnZIK32Z2nadZ] nKz] oK+
medical specialists and social support services that help to manage their condition.
Telemedicine is a key enabler of this model: web - based and videoconferencing services
allow experts from across the EU, carers and practical advice services to connect more
frequently with patients in remote locations, at least when they are in a stable
t A odnaAj wobKétt |j Koa+xanzgKnnNz] EIAN3ZnaA] EXIjZ20ZZK?Z
as well as health system efficiency. It also provides an alternative option for those who
cannot travel to a reference centre (and reduces the associated economic burden).

It is important that specialist care reaches people in the most effective manner possible.

To guarantee this, national and regional health authorities can access funds from the EU
Recovery and Resilience Plans and Cohesion Funds, to improve upon their current

systems for expert care and referrals. These funds are targeted towards digitalising
health services for rare diseases patients, including those with SSc.32

Consequently, specialist care should include delivery of telemedicine services such as
videoconferencing and web - based platforms, linking patients to SSc and rare disease
specialists, regardless of their geographical location.



Why it matters

KelitkKzZ]) oKE3AAS+ K353A0oZgK3zgzt SEXKnljZK3ZznadzjnKzj oK
medical specialists and social support services that help to manage their condition.
Telemedicine is a key enabler of this model: web - based and videoconferencing services
allow experts from across the EU, carers and practical advice services to connect more
frequently with patients in remote locations, at least when they are in a stable condition.
Such digital transformations have a positive effect on patient quality of life, as well as
health system efficiency. It also provides an alternative option for those who cannot
travel to a reference  centre (and reduces the associated economic burden). It is
important that specialist care reaches people in the most effective manner possible.

To guarantee this, national and regional health authorities can access funds from the EU
Recovery and Resilience Plans3 and Cohesion Funds, to improve upon their current

systems for expert care and referrals. These funds are targeted towards digitalising
health services for rare diseases patients, including those with SSc. Consequently,
specialist care should include delivery of telemedicine services such as

videoconferencing and web - based platforms, linking patients to SSc and rare disease
specialists, regardless of their geographical location.

Dermatology

Functional rehabilitation

Gastroenterology ﬁ Paychology

Preumology @ Rheumatology

Cardiclogy Pharmacy

Reference centre



Our policy recommendations

-

Raise awareness among healthcare professionals
and patients on the importance of non -drug
treatment for the management of SSc. Include
mandatory teaching programmes on the role of
non - drug management within disease
management.

Include regular training for healthcare
professionals about the non  -drug management of
SSc in lifelong learning education.

Ensure the dissemination and implementation of
the EULAR recommendations for the non - drug
management of systemic sclerosis.

Health services should prioritise access to
psychological and psycho -social care and other
non - drug treatments (e.g., hand and body
physiotherapy) for SSc patients.

Provide coordinated care and  multiprofessional

Et33ANnKke KzoA3nadj] + KzXKj Ineh

approach to SSc care.

)




Key opportunities and policy
recommendations

From the physical and psycho - social limitations of managing a chronic condition in the

workplace to the individual financial burden of securing appropriate treatment, the

financial implications of living with SSc cannot be ignored. Living with a disability that

ZII St nEKA] 2" EXzZk&agane KnAKes ANAKt 2] KkXKga3anaj +wKz
potential.

Although not every person with SSc is prevented from participating fully in the workforce,
only 24.19% of respondents reported experiencing no impact on their work life, studies or
earning ability. This impact ranges from permanent or partial breaks in employment or

studies, to navigating workplace accommodations around part - time schedules or
reallocation of tasks, through to needing to change jobs or experiencing outright dismissal.

As a result, people with  SSc cannot afford to contend with out - of - pocket (OOPs)

expenses for treatment. Today, full coverage of the treatment (drug and non - drug)

needed to manage SSc is not yet guaranteed throughout Europe. Even in countries with

public healthcare systems,  35% of respondents reported having to pay for some of their

care Vwith out-of-3 At £Zn Kt AEnEXI ANKoNt*#KnNZzn3I] nKIiat I3Zo
50% of those surveyed. This figure rises to 56% for spending on non - drug treatments  such

as physiotherapy access or diet advice, which are acknowledged to play a key role in

disease management, despite varying degrees of accessibility. This represents a

considerable cost burden for people whose earning capacity may already be affected by

the disease.

60% 50%

Al KNZE3A] 0X] nEXKEndaggXKljzoZK»»bETKA
for drug treatment*

— 01 >

46% 44% 44%

Al KNZE3A] 0X] nEKEnadaggXKljzoZK»»bETKA
for non - drug treatment*

* Based on total respondents per country




Why it matters

These data underline the need for comprehensive European social policies that protect
people living with rare diseases like SSc from financial insecurity, through
implementation of adequate labour market policies which can ensure their continued

financial independence and participation in active society whilst preventing work - related
issues.

The results also  emphasise a need for healthcare reimbursement systems to provide
comprehensive coverage and reimbursement that includes all care costs, drug and non -
drug treatments combined.

Disability benefits that cover the full costs spectrum should be introduced, as well as
assistance programs that cover sufficient financial support to ensure people living with
SSc can live an active life.



Our policy recommendations

Ensure full coverage of drug treatments by
healthcare systems.

Ensure full coverage of non  -drug treatment by
healthcare systems including psychological
support, physiotherapy and diet advice specifically
addressed to people with SSc.

Introduce disability benefits covering SSc.

Put in place assistance  programmes to provide
financial support to people financially impacted by
the disease (e.g., loss of revenue).

Implement adequate  labour market policies,
ensuring participation in society and financial
independence, whilst preventing work - related
issues.




Conclusions

This report represents the daily struggles of 1223 people with SSc. These

Il &) o&4] *+EKaggt3a] z2n>ZKnljXK3znad>] nE” KAs] K3 Nt
in their day -to-day lives. The survey revealed several areas where

respondents reported limitations, gaps and inefficiencies, regarding both the

socioeconomic impactof SScZz] oKnljZK3zZnaX] nE™ Kajoaoaot z
are to secure earlier diagnosis and better treatment access for all patients,

we must consider these patient insights alongside clinical data.

This report reveals a number of opportunities  where improvement is needed,
therefore we call on policymakers and all relevant stakeholders across the
healthcare spectrum to take concrete action

1 Improving outcomes through timely, accurate
= and appropriately delivered diagnosis.

A Set international diagnosis guidelines to improve early diagnosis of
the disease for rapid treatment, which include accelerated referral to
specialist centres after signs have been recognised by primary care
physicians.

A Ensure medical and healthcare professionals, especially in primary
care, are trained to focus on identifying first signs of the disease,
ajt gt od] ¥+ Kaze] z2to” EKXK31j2] A33] A] wKke Kaj
programmes on SSc and other rare diseases in all medical curricula
throughout Europe.

A Share, at the point of diagnosis, high - quality and readable
information on the disease, how to manage it and where to find
support.

A Tailor information for patients to the specific sub - type or stage that
each patient is experiencing.



Conclusions

2 Empowering people living with SSc through
» Shared patient - physician decision -making,
together with access to community support.

A Include shared decision -making in international clinical guidelines.

A Include advice for patients on managing the physical and
psychological consequences of their condition, as part of standard
treatment information materials.

A At the point of diagnosis, provide referral and insights into national
and European patient associations for SSc.

A Tap into European Cohesion Funds and other public financial
schemes to support patient groups, and invest in research, patient
support and advisory activities.

3 Providing equitable access to clinical trials
= and treatment options.

A Include mandatory teaching programmes on clinical trials in medical
curricula.

A Build national SSc patient registries compliant with the FAIR data
principles to collect and share standardised data on the health
status of patients.

A Link to the EUSTAR database to share SSc data, particularly in
countries where registries are not established.

A Encourage the broadening and development of eligibility criteria for
clinical trials to be more representative of populations.



Conclusions

4 Expanding access to
= multiprofessional 32 care.

A Raise awareness among healthcare professionals and patients on the
importance of non -drug treatment for the management of SSc.
Include mandatory teaching programmes on the role of non -drug
management within disease management.

A Include regular training for healthcare professionals about the non -
drug management of  SSc in lifelong learning education.

A Ensure the dissemination and implementation of the EULAR
recommendations for the non - drug management of systemic
sclerosis.

A Health services should prioritise access to psychological and psycho -
social care and other non  -drug treatments (e.g., hand and body
physiotherapy) for SSc patients.

A Provide coordinated care and  multiprofessional  support by adopting
7K ZneANAZoKclitkKz] o KBSchkdiE #+ KzZ233 NAZt |j K

A Ensure the delivery of digital services to make health systems more
responsive to the needs of people living with SSc.

5 Addressing the financial
= impact of SSc.

A Ensure full coverage of drug treatments by healthcare systems.

A Ensure full coverage of non -drug treatment by healthcare systems
including psychological support, physiotherapy and diet advice
specifically addressed to people with SSc.

A Introduce disability benefits covering SSc.

A Putin place assistance  programmes to provide financial support to
people financially impacted by the disease (e.g., loss of revenue).

A Implement adequate  labour market policies, ensuring participation in
society and financial independence, whilst preventing work - related
ISsues.



About this survey

Purpose

0l ZKZA3KANI KnljZKEtNoXe Ke ZEKnAKAkKknZza] K3 z2nazj nE"

of the disease and their care journey. Data are aimed at complementing existing data
(e.g., clinical data) and to justify further attention and interventions from policymakers
and health authorities.

Survey conduct

The design and the conduct of the survey was led by the expert group composed of

seven experts. In alphabetical order: Professor Christopher Denton - UCL Division of
Medicine, Royal Free London NHS Foundation Trust; Oliver Distler, MD - Department of
Rheumatology, University Hospital Zurich, University of Zurich, Zurich, Switzerland,;

Sue Farrington - President of Federation of European Scleroderma Associations (FESCA);
llaria Galetti V Vice- President of Federation of European Scleroderma Associations

(FESCA); Michael Hughes - Consultant Rheumatologist, Department of Rheumatology,

Royal Hallamshire Hospital, Sheffield Teaching Hospitals NHS Foundation Trust; Monica
Holmner - Federation of European Scleroderma Associations (FESCA); Voon Ong - Senior
Clinical Lecturer in Rheumatology, Centre for Rheumatology and Connective Tissue

Diseases, UCL Medical School. This expert group also provided close input and validation

for all phases of the survey development and analysis.

Weber Shandwick supported FESCA in the design, roll out and analysis of the data
included in this report. The survey was conducted across 20 countries (Austria, Belgium,
Croatia, Cyprus, Czech Republic, Denmark, Finland, France, Germany, Greece, Hungary,
Italy, Netherlands, Norway, Portugal, Romania, Spain, Sweden, Switzerland, UK). The
target of responses for each country was established by considering the country
population and prevalence of a rare disease (see Table ).

The survey was developed in English. Questions included in the survey were developed
based on the current data gaps identified in terms of patient perspectives on the
socioeconomic impact and the care journey. Iterative versions of the survey were revised
based on input from the expert group.

The final English -language version was revised for clarity by Plain Language

c A33AEE&AA] wlOKG |j = KN I ladgEageovatsiog Had hedhKranslaged ibth 16
languages (Croatian, Czech, Danish, Dutch, Finnish, French, German, Greek, Hungarian,
Italian, Norwegian, Portuguese, Romanian, Spanish, Swedish, Turkish) by a translation
agency and each translation went through a final check from a native FESCA member.

The survey was conducted in compliance with the applicable data protection laws,
including the General Data Protection Regulation (EU) 2016/679 and ensures the
protection of the rights of respondents as data subjects.

K3



About this survey

Recruitment of respondents

The survey was made available online and open to anyone identifying as living with SScin
the target countries, irrespective of their age or type of SSc. Anonymous respondents

were predominantly recruited via FESCA members who disseminated the link to the

online survey, and also via social media (Facebook, Twitter and LinkedIn). Caregivers

were also invited to respond on behalf of those patients who were unable to respond

personally.

Because caregivers were asked to complete the survey on behalf of patients, we use the
nZIN3K NZIE3A] 0X] nE” Kaj KnliAaEKNZ3ANnKseljX] KoZEt Nakaj
also intended as valid responses to the given question.

The survey data collection window ran from January to April 2023, with data analysis
taking place between May and September 2023.

Respondent characteristics

A target of response per country was set, but responses from all SSc patients to be as
inclusive as possible were welcomed. Therefore, the relative volume of people responding

to the survey varied between countries. Country - level findings are reported in Annex 1 -
Main country findings.

Respondents participated voluntarily, and therefore represent the perspectives of
patients who wanted to have their voices heard and were able to complete the survey,
and not necessarily the perspectives of all scleroderma patients.

A total of 1223 people completed the survey:
A The number of respondents by country is presented in Table |

A Overall characteristics of respondents are presented in Table Il

Limitations

The survey was not run in a hospital setting, therefore targets per country differ and any
comparison between countries is done in relative terms.

As the survey was distributed online, it was limited to those who had access to the
internet, were active on social media, or connected with a FESCA or one of its national
members that shared the survey.



About this survey

Table | - Overview of respondents by country

Please note that the countries have been ordered by the number of completed responses,
with France being the country with the most responses and Cyprus the country with the
fewest.

At nNeH Number of completed Target of responses set per
responses country

France 202 70

United Kingdom 150 70

Italy 140 60

Spain 122 50

Germany 127 90

Finland 76 15

Denmark 69 15

Sweden 58 10

Hungary 54 10

NEEHERDES 47 20

Romania 40 20

Croatia 23 5

Norway 21 15

Czech Republic 20 10

Switzerland 17 8

Portugal 18 10

Greece 17 10

Belgium 10

Austria

Cyprus




About this survey

Table Il VV Overall characteristics of the 1223
respondents

18to 24 1,37%

25t0 34 4,12%

35to 44 14,37%

Age of respondents
45 to 54 31,07%

55 to 64 30,75%

65 or over 18,32%

Male 6,54%

Gender distribution Female 93,22%

| prefer not to answer 0,24%

Yes 98,87%

Diagnosis of SSc received
No 1,13%

Diffuse 32.53%

Limited 36.04%

Overlap (such as with
rheumatoid arthritis, lupus 10.82%

or myositis)
Type of SSc diagnosed

VEDOSS (very early

0,
diagnosis of SSc) R

| am not sure 8.48%

Other 5.77%

Knowledge of SSc prior to | Y&S 10,25%

first signs or symptoms

89,75%




Reporting of qualitative and quantitative findings

Survey questions were structured using a mixture of qualitative and quantitative
3NA33NEWKKZEZoKA] KnliZKt tNNZJ nKoZznzK+z3EKao=Z]nal a
the socioeconomic impact and the care journey. Multiple - choice answers provided the

option for respondents to elaborate on their own lived experience where desired. The

survey was focused on patient experiences and did not include any questions regarding

specific treatments or interventions. Questions focused on the following areas:

A Characteristics of the respondents

A Impact of scleroderma on mental health, everyday activities, social life, and
productivity

A Time to diagnosis

A Scleroderma patient care pathway

A Support to scleroderma patients at diagnosis and along the care pathway
A Access to patient organizations

A Access to drug and non - drug treatments and financial coverage

Quantitative findings presented in the report are based on responses to the closed -

ended questions in the survey, while qualitative findings are based on responses to open -

ended questions. Qualitative findings presented in the report are based on responses

provided to multiple -t lj Aat S Kht SEnaAj EXgNAocaoca] #+KcAnljInN+ KzE"
suitable option were provided. Qualitative inputs were translated to understand the

qualitative inputs provided compared to the options provided. Due to this such large

EZ33gXKz] KztttnNznZKt Aoalat znaAj KAI KnljZKcAnljZIns Kz
quantitative analysis.

Percentages are calculated after excluding respondents who did not answer each
particular question. Some of the answers provided were invalid as they did not answer
the question. All percentages are rounded to the nearest whole number, therefore the
sum of percentages for all answers to a given question may not total 100%.



Report structure

The reportis organised around the five crucial areas where opportunities for
improvement lie, that comes as a result of the identified five main indicators around
which we built the questionnaire:

1. Improving outcomes through timely, accurate and appropriately delivered diagnosis.

2. Empowering people living with SSc through shared patient - physician decision - making,
together with access to community support.

3. Providing equitable access to clinical trials and treatment options.
4. Expanding accessto multiprofessional care.

5. Addressing the financial impact of SSc.

Per each section the following elements are provided:
A Key aggregated data from the survey, relevance and analysis
A Key country data to support findings of the survey

A Policy recommendations

Country - level findings

Country -level findings are reported in Annex 1 - Main country findings. These findings
are unweighted and therefore not directly comparable between countries. No individual
country reports were developed.

Heatmaps
Heatmaps for selected indicators are reported in Annex 2 V' Heatmaps. As highlighted in

the Limitations section, the survey was not run in a hospital setting, therefore targets
per country differ and any comparison between countries is done in relative terms.

Survey questions

Survey questions are reported in Annex 3 - Survey questions.
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Glossary of terms

This glossary provides definitions of terms used throughout this report. These may be

Ztt Z3nsoKoZl aj andAj EXIENZNINZI]t Z0oKZEKZ33NA3N&aznIk
to the patient survey. Where text is coloured orange in the report, it indicates that these

terms are explained in the glossary.*

Caregivers
Any relatives, friends, or partners who have a significant relationship with and provide
assistance (i.e., physical, emotional, medical) to a patient.

Care pathway

A care pathway is a complex intervention for the mutual decision - making and
organisation of care processes for a well - defined group of patients during a well - defined
3sN&aAowdd

Clinical trial
A study performed to investigate the safety or efficacy of a medicine. For human
304t 4] SEwWKnlj ZEZKENRtoASEKZNZIKt zNNaZoKALnKA] KIjt 37

Cohesion Fund

The Cohesion Fund provides support to EU Member States with a gross national income
per capita below 90% (EU - 27 average) to strengthen the economic, social and territorial
cohesion of the EU. It supports investments through dedicated national or regional
programmes wK3 6

EUSTAR

EUSTAR s an international scleroderma research network acting under the umbrella of
the World Scleroderma Foundation. The aim is to coordinate and focus research

activities, in order to improve treatment, quality of life and prognosis of patients with
scleroderma. The EUSTAR group was launched in 2004 and was initially supported by the

European League Against Rheumatism (EULAR). The main research tool is a multicentre
online database that allows for following prospectively more than 15,000 patients with
scleroderma in more than 200 International centres wKKzt lj K3 znaXjn EKzZJJ] Ltz

visit for medical purposes is recorded providing longitudinal observational data. Any
contributing team can submit a research project and get access to the whole database
for the specific approved project.

Out - of - pocket costs

The costs related to systemic sclerosis that patients have to pay for themselves. This
includes, for example, costs of treatment or care which are not covered by the
(statutory) health insurance, travel costs associated with care, or cost of household help.

Drug treatment
Therapy that involves drugs.



FAIR data principles

FAIR data are data that meet principles of Findability, Accessibility, Interoperability, and

Reuse of digital assets. The principles emphasise machine - actionability (i.e., the capacity
of computational systems to find, access, interoperate, and reuse data with none or

minimal human intervention) because humans increasingly rely on computational support

to deal with data as a result of the increase in volume, complexity, and creation speed of
0ZnzZwds

Multiprofessional care
Health and care professionals working together to use skills, knowledge and best
3Nzt nat TKnAKN=ZZ2t 1|l KEAgtnaAj EXZ2] o Ka33NAoZKt Agg=zt na

Non - drug treatment
Therapy that does not involve drugs such as occupational therapy, physiotherapy,
psychological therapy.

Occupational therapy

Occupational therapy aims to improve your ability to do everyday tasks if you're having

difficulties. Occupational therapists work with people of all ages and can look at all

aspects of daily life at home, school or workplace. They look at activities that the patient

Il a) cEKo&al Il &t £gnKZ] o KEZZ KAl KnljZNINEKZ] AnliZNKeZe Kn

Patient organisation

P Z n, a Zgrggnisatidhs are defined as not -for profit organisations which are patient -

focused, and whereby patients and/or carers (the latter when patients are unable to

NZ3NZIEZ] nKnliZ3EXgoZErKNZI3INIEZ] nKzK32za4ANane KAI K3=

Patient registry

Patient registries are  organised systems that use observational methods to collect
uniform data on a population defined by a particular disease, condition or exposure, and
nliZnKAEKI AggAsZoKA2INKnad 3> wKOb

Primary care

Primary care is defined as the first level of contact for the population with the healthcare
system, bringing healthcare as close as possible to where people live and work. It

addresses the main health problems in the community, providing preventive, curative and
rehabilitative services. Primary care goes beyond services provided by primary care
physicians to encompass other health professionals such as nurses, pharmacists,

auxiliaries, and community health workers. Primary care as the first point of care, where
primary care providers deliver people -centred care, has the potential to respond to major
health challenges and to promote health for all.

aze] z2to” EX3ljZ] A3=) A] K

Raynaud's disease means that the small blood vessels in the extremities such as the
hands, feet, fingers or toes are over - sensitive to even the slightest changes in
temperature, cold conditions and sometimes emotional stress. When exposed to the

cold, a normal response is for the blood vessels to become narrower. When someone has
Raynaud's this reaction may be much more extreme. It will sometimes cause a noticeable
colour change to the affected areas, with the skin turning white, then blue and finally to
NZoKZEKnlj=Ktant tgzndAj XN=ZntnNj EwKI



Rheumatologist

A rheumatologist is an internist or paediatrician who received further training in the
diagnosis (detection) and treatment of musculoskeletal disease and systemic
autoimmune conditions commonly referred to as rheumatic diseases. These diseases can
affect the joints, muscles, and bones, causing pain, swelling, stiffness, and potentially

t ZEEZKAA&) nKozZl AN3andsEwOO

Systemic sclerosis

Systemic sclerosis ( SSc) is a generalised disorder of small arteries, microvessels and
connective tissue, characterised by fibrosis and vascular obliteration in the skin and

organs, particularly the lungs, heart, and digestive tract. There are two main subsets of

SSc: diffuse cutaneous  SSc (dcSSc) and limited cutaneous ~ SSc (IcSSc) (see these terms).
A third subset of  SSc has also been observed, called limited Systemic Sclerosis ( ISSc) or
EeEn>34t KEt g NAEAEKE&] S KEt gZnNAoIn3z wtoA

Specialist nurse

A Clinical Nurse Specialist (CNS) provides direct care to patients in one of a range of
specialties, such as paediatrics wWK*XNaznnNat EWKZI3sN+¥Z]t eKt Z2NZKZ] o1

Respondents

People who completed the FESCA patient survey. This may include both patients and
caregivers who completed the survey on behalf of patients who were themselves unable
to do so.

Shared decision - making

Shared decision - making ensures that individuals are supported to make decisions that

are right for them. It is a collaborative process through which a clinician supports a
3z2naZjnKnAKNZztljKzKoZt &EAA] KzkAtnKnljZanknnNzIzn3zj

Telemedicine

Telemedicine is defined as "the provision of healthcare services, through the use of

information and communication technologies (ICT), in situations where the health

professional and the patient (or two health professionals) are not in the same location. It

involves secure transmission of medical data and information, through text, sound,

images or other forms needed for the prevention, diagnosis, treatment and follow - up of
32naxj nEwKKs



Annex 1.
Main country findings

This Annex contains overviews of the key
findings for selected indicators across the
20 participating countries.
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