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THE SCLERODERMA SOCIETY OF CANADA AND THE CANADIAN SCLERODERMA RESEARCH GROUP:
A SUCCESFUL PARTNERSHIP!

The Scleroderma Society of Canada (SSC) and The Canadian Scleroderma Research Group (CSRG) are the 2009
Canadian Institutes of Health Research (CIHR) Partnership Award recipients (http://www.cihr-
irsc.gc.ca/e/27367.html).

The SSC and CSRG share an important priority — improving the quality of life of patients with Scleroderma
through promoting awareness, support and research for a cure

1. The Scleroderma Society of Canada

The SSC was founded in 1999 as a “grass roots” organization, and is now a successful foundation. It was officially
registered as a charity by the government of Canada in 2000. It is staffed entirely by volunteers, dedicated to
serving the interests of those concerned with the disease called Scleroderma, or Systemic Sclerosis.

The mission of the SSC is to promote awareness of Scleroderma, to provide information and assistance to those
affected by the disease, and to support research toward finding a cure and improving quality of life of individuals
with Scleroderma and their loved ones.

The SSC strives to achieve its objectives based on three elements:

1. Awareness — to promote greater awareness of Scleroderma
2. Support - to provide information to individuals and assistance to regional support groups
3. Research - to support Scleroderma research

The SSC provides its services to people through its own organization and through the regional support groups in
Canada. It also provides a link to related organizations in Canada and in other countries.

2. The Canadian Scleroderma Research Group

The low prevalence of Scleroderma has historically made research difficult. Recognizing this, in 2003, a group of
seventeen rheumatologists from across Canada, led by Dr. Murray Baron, began planning to create a Canadian
research consortium that would conduct world-class Scleroderma research and train new scientists to become
Scleroderma researchers with the ultimate goal of developing better treatment for patients with Scleroderma.
With a start-up grant from the Canadian Institutes of Health Research, the CSRG was formed in 2004.
Subsequently, the CSRG was awarded a Canadian Institutes of Health Research team grant (2007-2012) and
established a pan-Canadian, multi-center registry to recruit patients for annual assessments. Currently, 15

! CIHR Website announcement, 2009
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centers are involved and over 1000 patients are enrolled, with expected ongoing enrollment of 100-150 new
patients per year. At baseline and in annual follow-ups registry patients undergo an extensive clinical history,
physical evaluation, and laboratory investigations and complete a series of self-report questionnaires (e.g.,
socio-demographic variables, Scleroderma symptoms, co-morbid conditions, disability, quality of life, pain, etc.).
The CSRG’s ultimate goal is to increase the capacity to perform high-quality Scleroderma research in Canada by
creating a multidisciplinary, cross-pillar team that includes rheumatologists, cardiologists, lung specialists,
gastroenterologists, dermatologists, dentists, psychologists, statisticians, and epidemiologists.

3. The Partnership

The SSC was a co-funder of the CSRG’s initial team development grant in 2004, and, since their initial success,
the CSRG and SSC have collaborated on a number of important fundraising endeavors, including the CSRG’s
team (2007-2012) and training grants (2007-2013), awarded by the Canadian Institutes of Health Research in
2007. Since 2007, the CSRG has been awarded additional grant funding from the Canadian Institutes of Health
Research to develop a Scleroderma disease activity index, to develop a self-management program for individuals
with Scleroderma, and for improving prevention and treatment of oral/dental problems related to Scleroderma.
Two CSRG investigators have been awarded prestigious Canadian Institutes of Health Research New Investigator
awards for their work in Scleroderma. In addition, funding has been obtained by CSRG investigators from the
Fonds de la recherche en santé du Québec to develop assessment tools for fatigue related to Scleroderma, and
from the American College of Rheumatology Research and Education Foundation to improve psychosocial care
paradigms for Scleroderma. SSC members have played an important role in each of these projects, serving as
collaborators on proposals and on an ongoing basis as part of the Knowledge Synthesis and Exchange work that
is central to the CSRG and SSC missions.

The partnership between the SSC and CSRG is unigque in its scope. SSC members are on the CSRG Board of
Governors and hold key positions in CSRG committees. Recently, a CSRG investigator held a CIHR-funded
meeting that convened a panel of international investigators with expertise in psychosocial aspects of
Scleroderma to develop an international collaborative research agenda to improve health and well-being among
individuals with Scleroderma. SSC representatives participated in the two-day meeting and are part of a newly
convened international consortium with the goal of fomenting large-scale, coordinated, patient-informed
research on psychosocial issues of importance to individuals with Scleroderma.

Despite this work, there is relatively little research on many aspects of the experiences of people with
Scleroderma and the problems they face. Thus, the SSC and CSRG endeavored to conduct a comprehensive
survey of the experience of individuals with Scleroderma, including symptoms and psychological, social,
employment, financial, and health care system issues. A panel of SSC and CSRG members worked jointly to
develop the 36-page survey, which was then reviewed by almost 30 SSC patient members from across Canada
prior to being distributed to member support groups. This report summarizes the results from the survey.
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REPORT’S LAY SUMMARY

The main objective of the patient survey was to assess a broad range of symptoms and experiences with the
disease and with the healthcare system among Scleroderma patients. Its purpose was to determine issues that
are important for Scleroderma patients so that research and development initiatives can be focused in areas
identified as significant by patients themselves. The following is a summary of key results from the survey.

Demographics:
e 676 surveys were analyzed
e 90% of respondents were Canadians and 87% were females
e Average age 54 years
More than 60% had post secondary education
70% were married/living as married and 29% were living with children
10.4 years average length of time diagnosed as having Scleroderma
1in 3 were currently working
e 1in 3 were disabled, on sick leave or unemployed
e Ofthe 1in 3 unemployed, 84% reported that Scleroderma was the reason

Disease Subsets:
e 50% limited/CREST (i.e. skin disease limited to face, arms below the elbows and legs below the knees)
o 17% diffuse (i.e. skin involvement involving the trunk as well)
e 13% Linear or Morphea (Scleroderma skin disease but no involvement of other organs)
e 1% SINE Scleroderma (i.e. Scleroderma without skin involvement)
e 16% unclear/did not know

Getting Diagnosed:
e Time to diagnosis:
0 17 months on average between the patients first visit to a doctor and diagnosis
0 75% diagnosed within one year of first Scleroderma-related doctor visit
0 15% took more than 2 years to be diagnosed from their first Scleroderma-related doctor visit
¢ Number of doctors seen:
0 80% saw 2 or more doctors to obtain a diagnosis
0 30% saw 4 or more doctors to obtain a diagnosis
¢ Doctor who diagnosed:
0 19% diagnosed by family or general practitioner
0 52% diagnosed by rheumatologist

Current Medical Care:
o 56% were treated by rheumatologist and 19% were treated by family doctor, general practitioner
e 12% were not receiving treatment
e Overall patients expressed satisfaction with the medical care they are receiving
e Patients are split over whether or not their doctor’s diagnosis is correct

Symptoms:
Following are the symptoms most commonly reported by patients:
e 91% reported fatigue, with 49% reporting fatigue most of the time/always
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85% reported Raynaud’s phenomenon (fingers turn white in the cold), with 47% reporting most of the
time/always

84% reported joint pain, with 44% reporting most of the time/always

83% reported stiffness of hands, with 44% reporting most of the time/always

80% reported difficulty sleeping, with 35% reporting most of the time/always

Those who reported symptoms were asked to rank the severity. Following are the symptoms which patients
reported most impacted their quality of life:

75% rated fatigue as moderate/severe/extremely severe, with 35% ranking severe/extremely severe
73% rated Raynaud’s as moderate/severe/extremely severe, with 36% ranking severe/extremely severe
71% rated joint pain as moderate/severe/extremely severe, with 27% ranking severe/extremely severe
70% rated finger ulcers as moderate/severe/extremely severe, with 38% ranking severe/extremely severe
65% rated difficulty sleeping as moderate/severe/extremely severe, with 28% ranking severe/extremely severe
65% of males rated erectile dysfunction as moderate/severe/extremely severe, with 33% ranking
severe/extremely severe

Treatment and Healthcare Service:

Physicians recommended prescription drugs for 83% of patients, exercise therapy for 33%, vitamins
and/or supplements for 33%, and bandages, ointments and creams for 27%.

No other treatment or therapy was recommended by physicians to more than 20% of patients.
Substantially fewer patients utilized physiotherapy and occupational therapy than recommended by physicians

Hospitalization:

36% have been hospitalized for Scleroderma or Scleroderma symptoms
Main reasons for hospitalization were heart/lung, gastrointestinal, vascular problems and infections.

Mental Health Issues:

33% have utilized mental health services due to problems related to living with Scleroderma

40% have participated in support groups

52% do not have, or do not know if they have access to support group services

60% felt that the mental health services available were inadequate

48% felt down, depressed or hopeless at least several days in the last two weeks, including 18% on more
than half of the days

T77% expressed some degree of concern about their physical appearance due to Scleroderma related
hand and/or face involvement

Financial and Employment Implications:

26% are currently receiving disability benefits, 24% were employed full-time, and 30% were retired
47% of working patients indicated that Scleroderma affected their ability to work very much or
extremely

53% indicated that there was little to no understanding of how their medical situation affected their
ability to perform job-related tasks

25% indicated that the disease affected their ability to meet their financial obligations very much or
extremely

63% have private health insurance

27% pay more for medical care than they can afford, while 30% are not confident that they can get the
necessary medical care without being set back financially.
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RESUME
Introduction

On estime le nombre de Canadiens atteints de sclérodermie a prés de 16 000. Mais c’est sans compter les
nombreux enfants, conjoints, fréres, sceurs, autres membres de la famille, amis et collegues de travail
également touchés, d’'une facon ou d’'une autre, par cette maladie multisystémique du tissu conjonctif
potentiellement invalidante et dont I'issue est trop souvent mortelle. Apres plus de cing ans de recherche
multidisciplinaire intensive menée par le Groupe de recherche canadien sur la sclérodermie (GRCS), on constate
gue I'information au sujet de la maladie, de ses causes, de ses symptomes et de ses traitements demeure
insuffisante. Tous reconnaissent le besoin d’accentuer la recherche sur les divers aspects de cette maladie
(médical, social, psychologique, financier et biologique) afin de pouvoir aider les patients a faire face a la
sclérodermie et a ses symptdmes, ainsi que pour améliorer leur santé et leur qualité de vie globale. De
précédentes enquétes ont indiqué que les priorités de recherche des chercheurs et des cliniciens different
parfois de fagcon importante de celles de leurs patients et qu’elles ne refletent pas toujours les préoccupations
réelles des patients a I'égard de leur maladie. Ce constat a conduit le GRCS a s'associer a la Société de
sclérodermie du Canada (SSC) afin d’interroger des patients sclérodermiques pour connaitre leurs principales
préoccupations et inquiétudes, et ainsi revoir leurs priorités de recherche au cours des prochaines années.

Résumé des résultats

De septembre 2008 a septembre 2009, 676 répondants ont rempli le formulaire d’enquéte, en anglais ou en
francais. La plupart des répondants étaient des Canadiens de sexe féminin, &gés d’environ 54 ans, de race
blanche et mariés. La durée moyenne écoulée depuis I'établissement du diagnostic de la maladie était de 10 ans.
Deux répondants sur trois avaient atteint un niveau de scolarité post-secondaire. Les diagnostics les plus
fréguemment signalés sont le syndrome de CREST, ainsi que les formes limitée et diffuse de la sclérodermie. En
moyenne, la période entre la premiére visite chez le médecin et I'établissement du diagnostic était de 17 mois.
Quatre-vingt pourcent (80 %) des patients ont consulté deux médecins ou plus avant de recevoir un diagnostic.
Dix-sept pourcent (17 %) des répondants ont consulté cing médecins ou plus avant de recevoir un diagnostic.
Cinquante-deux pourcent (52 %) ont recu un diagnostic d’un rhumatologue, et 18 % par un médecin de famille
ou un omnipraticien. Plus de la moitié (56 %) se faisaient déja traiter par un rhumatologue, 19 % par un médecin
de famille ou un omnipraticien, et 12 % ne recevaient aucun traitement. Dans la catégorie « Autres états de
santé », ce sont les troubles gastro-intestinaux qui ont été le plus fréquemment signalés.

Les médecins ont recommandé des médicaments d’ordonnance a 83 % des répondants, de faire de I'exercice
(34 %), des vitamines ou suppléments (33 %), et des bandages, onguents et crémes dans 27 % des cas. Les
répondants ont eu moins recours a la physiothérapie et a I'ergothérapie que ce qui leur avait été recommandé
par leurs médecins. En revanche, ils ont consommé bien plus de médicaments d’ordonnance, de suppléments et
de médicaments sans ordonnance que ce qui leur avait été recommandé par leurs médecins. Quarante pourcent
(40 %) des répondants ont participé a des groupes de soutien. La moitié (52 %) d’entre eux n'y ont pas eu
recours, ou ignoraient s’ils avaient accés aux services de groupes de soutien. Environ la moitié (48 %) se sont
sentis « déprimeés, dépressifs ou désespérés » plusieurs jours au moins durant les deux dernieres semaines
précédent le moment ou ils ont rempli le questionnaire, dont 15 % qui ont déclaré se sentir « déprimés,
dépressifs ou désespérés » plus d’un jour sur deux. Trois répondants sur quatre (77 %) ont rapporté éprouver un
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certain degré d’inquiétude quant a leur apparence physique, notamment les changements a I'apparence de
leurs mains ou de leur visage provoqués par la sclérodermie. Un tiers des répondants ont rapporté étre
handicapés, en congé de maladie ou sans emploi, et pour la plupart d’entre eux (84 %), en raison de la
sclérodermie. Un quart des répondants recevaient des prestations d’invalidité au moment de I'enquéte, 24 %
étaient employés a temps plein et 30 % étaient a la retraite. La moitié des répondants qui travaillaient ont
affirmé que la sclérodermie réduisait leur capacité a travailler. Un quart ont déclaré que la maladie avait nuit a
leur situation financiére. Soixante-quatre pourcent (64 %) bénéficiaient d’une assurance privée, alors que 46 %
des patients ne recevaient pas certains services de soins de santé en raison des codts prohibitifs.

A partir d’une liste de 69 symptdmes, on a demandé aux patients d’évaluer la fréquence et la gravité de chacun
d’entre eux. Les cing symptdmes les plus fréqguemment rapportés ont été la fatigue, le phénomene de Raynaud,
les mains raides, les jointures douloureuses et la difficulté a former un poing. En termes de répercussions, les
cing symptdémes les plus souvent cités sont la fatigue, la difficulté a dormir, les jointures douloureuses, la
difficulté a se concentrer et la difficulté a former un poing.

Contraintes

La réalisation de ce projet s’est avérée difficile, et au terme de celui-ci plusieurs contraintes ont été identifiées.
Malgré que nous ayons déployé plusieurs stratégies afin de joindre le maximum possible de patients, le nombre
de patients ayant répondu a I’enquéte en ligne ou sur papier a été un peu moins important que ce que I'on avait
anticipé. Il semble que la longueur du questionnaire ait découragé plusieurs répondants, car on a constaté que
de nombreuses données étaient manquantes lors de la compilation des résultats.

Le fait que le questionnaire ait été accessible en ligne en tout temps s’est révélé un atout, quoigque certains
pourraient mettre en question la qualité et I'authenticité de certaines réponses puisque n’importe qui pouvait
répondre au questionnaire, incluant des gens qui n’étaient pas atteints de la maladie. Les réponses ne pouvant
étre systématiquement vérifiées, nous en avons toutefois rejetées certaines lorsque nous entretenions des
doutes sérieux quant a leur authenticité.

Les répondants qui n’étaient pas Canadiens ont été exclus de quelques analyses, notamment celles portant sur
I’évaluation des services de soins de santé.

Le nombre de répondants de I'Ontario, de la Colombie-Britannique et du Québec était disproportionné par
rapport a celui des autres provinces, probablement en raison du r6le important des volets provinciaux de la SSC
dans ces trois provinces et d’une distribution efficace du matériel de promotion lors des rencontres avec les
patients.

Conclusions

Cette enquéte constituait une premiére tentative visant a donner la parole aux personnes atteintes de
sclérodermie en vue de mieux identifier certaines de leurs préoccupations. L’accueil enthousiaste réservé a
cette initiative par les personnes sclérodermiques et la mine d’informations recueillies dans le cadre de cette
enguéte nous améne & conclure que cette tentative fut couronnée de succes. Les résultats obtenus permettront
au Groupe de recherche canadien sur la sclérodermie, en collaboration avec la Société de sclérodermie du
Canada, de pouvoir commencer a revoir leurs priorités de recherche de facon a étre davantage au diapason des
préoccupations des personnes sclérodermiques.
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En septembre 2009, les personnes impliquées dans cette initiative se sont rencontrées a Montréal, Québec, afin
de prendre connaissance d’une version préliminaire du rapport de recherche. Voici quelques mesures proposées
par le groupe lors de cette rencontre :

a)

Les préoccupations au sujet des soins de santé

Il existe un besoin de développer la recherche afin de comprendre pourquoi les services de soins de santé et
les interventions sont sous- ou sur-utilisés par les patients, lorsqu’on les compare aux recommandations des
médecins.

L’efficacité de services de soins de santé précis et d’interventions spécifiques effectuées sur le style de vie
doit étre évaluée.

Des recommandations de choix médicaux et de styles de vie doivent étre élaborées afin de pouvoir en faire
bénéficier les parents.

Des mécanismes doivent étre mis en place et étre disponibles aux patients afin de recueillir des
renseignements au sujet des services de soins de santé et de leurs prestations.

La satisfaction a I'’égard des soins médicaux

Il'y aurait lieu de se demander si les personnes atteintes de sclérodermie sont moins satisfaites des soins
médicaux recus que les personnes atteintes d’'une autre maladie chronique. Si c’est le cas, nous devrions
chercher a savoir pourquoi.

Les symptomes

Il est probable que les personnes atteintes de sclérodermie ne soient pas toutes au courant des symptomes
qui pourraient se développer au fil du temps. Le fait de fournir aux patients I'information nécessaire leur
permettant d’avoir une meilleure idée de ce qui pourraient les attendre ne peut que leur étre profitable, car
cela contribuerait a rendre leur expérience aussi « normale » que possible.

Des études portant sur les problemes de sommeil liés a la sclérodermie pourraient permettre de mieux
comprendre pourquoi les personnes atteintes de sclérodermie connaissent souvent des difficultés a dormir.
A cet égard, il serait également intéressant de comparer la sclérodermie & d’autres maladies chroniques.

Les problemes émotifs

Les problemes émotifs ne sont pas rares et la peur peut vite devenir un probléme important, qu’il s’agisse
de la peur de la mort ou de la maladie handicapante. Afin d’aider les gens a mieux composer avec ces peurs,
des programmes de gestion de soi pourraient étre mis sur pied.

Le groupe prévoit se rencontrer de nouveau afin de discuter de ces résultats et voir s'il n’y aurait pas lieu
d’analyser plus en profondeur certains aspects précis de cette enquéte.
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INTRODUCTION
1. Background

Scleroderma is a multisystem disorder of connective tissue characterized by micro-vascular disease, activation of
the immune system, and fibrosis of the skin and internal organs. Scleroderma is estimated to affect
approximately 16,000 Canadians. It is associated with significant morbidity, including skin fibrosis, ulcers, joint
contractures, arthritis, pulmonary hypertension, interstitial lung disease, and renal failure. The quality of life and
mental health of patients are significantly affected. The clinical profile of Scleroderma is highly heterogeneous
and patients are most commonly classified into limited and diffuse Scleroderma subsets based on the amount of
skin thickening throughout the body. The mortality rate of patients with diffuse Scleroderma is approximately
five to eightfold higher than that of the general population. While there have been significant improvements in
treating different symptoms of Scleroderma, no treatments have been shown to alter the natural progression of
SSc.

2. A unique collaboration

Recent surveys of patients with arthritis indicate that researchers’ priorities and those of patients may not
necessarily be the same. This is why involving patients in determining priorities and disseminating knowledge
has been part of the CSRG’s mandate since its inception. From the start, the CSRG has worked closely with the
SSC, a Canadian group of patients, family members, and friends, dedicated to educating and helping people
better cope with Scleroderma. Engaging actively in knowledge transfer and exchange among the important
stakeholders, namely the scientific and lay communities, and the policy makers, will ensure that both the
scientific community’s research priorities and the patients’ concerns are addressed. One way of enlarging and
strengthening this collaboration was to create a national survey of Canadian Scleroderma patients in order to
broadly assess common problems and the needs of patients with Scleroderma from the perspective of the
patient.

3. Surveying Canadian Scleroderma patients

According to the Listening to Patients survey and the Care Ill survey, both carried out in the past few years by
The Arthritis Society in collaboration with patient advocacy groups, people living with osteoarthritis identified
fatigue as an additional and important research priority (in addition to pain). This important patient concern had
not been previously emphasized by the research community. Following this process, large funding bodies such
as CIHR and the Canadian Arthritis Network specifically included pain and fatigue as key areas for grant
applications - thus shifting the direction of osteoarthritis research in Canada. Unfortunately, this type of process
has not been done for the Scleroderma community. The CSRG recognizes the importance of gathering
information directly from Canadian Scleroderma patients with respect to areas of research they identify as being
most important to them. It is vital that the limited research dollars and resources that are made available to
Scleroderma researchers be allocated to the projects that are of the highest priority. Therefore, an important
part of this decision process is determining what topics are prioritized by Scleroderma patients: Are patients
most concerned with either fatigue, pain or both? Are self-perceptions of social stigma or the impact of living
with a visible and disfiguring disease important to Scleroderma patients but ignored by researchers? Little is
known about the health concerns of people living with Scleroderma, and without that knowledge, we cannot
answer these questions.

A Survey Committee was formed of representatives from the SSC, Sclérodermie Québec, and CSRG researchers
to agree upon objectives and a working plan for generating survey items. The core objective of the patient
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survey was to assess a broad range of symptoms and experiences of Canadian Scleroderma patients, including
experiences with the disease (e.g., symptoms and quality of life; psychological and social aspects; employment
and financial issues) and with healthcare (e.g., ability to obtain appropriate care, interactions with health
professionals).

SURVEY METHODOLOGY

1. Developing the survey

Actual copies of the Patient survey in English and in French are included in Appendix 1 and Appendix 2. To
ensure that the CSRG patient survey addressed as many important aspects of living with Scleroderma as
possible, we consulted existing questionnaires, symptom checklists and articles. Many of these pertained to
other rheumatic diseases - as there is overlap between Scleroderma and these other diseases, they were a very
useful start. The references have been loosely categorized into sections depending on which part of the
questionnaire development they contributed. They are listed in Appendix 3.

The initial rough draft of the patient survey form was generated from existing resources. An inclusive approach
was taken to the compilation of the initial set of topics/items. That is, all possibly relevant topics/items that
were identified in the research literature and from prior surveys of patients with Scleroderma, systemic
autoimmune rheumatic disease (SARD), and arthritis were included in some form in this draft survey. More
specifically, the following tools were used to identify potentially important health concerns for people living with
Scleroderma and were included in the survey:

a) Reports from the “Listening to Patients” Survey (2002) and CARE Il Conference (2005)";

b) A survey of some of Canada’s top rheumatologists working on SSc to identify the main areas of research of
the past, present and future?.

c) The results of the SARD Conference held at the end of the year 2005, where consumers (patients with SSc and
the other Systemic Autoimmune Rheumatic Diseases including Lupus, Myositis, Sjogren’s Syndrome and
Vasculitis) met with renowned researchers in this field to help set a broad research agenda®.

In most cases (e.g., healthcare utilization and needs, symptoms), attempts were made to generate fairly
exhaustive lists. These are not unified measurement instruments with validated scoring systems or point totals.
Rather, lists of items were generated to identify as many areas as possible that are of potential importance for
patients with Scleroderma. Thus, individual items could be readily added or removed from these sections. In
several other cases, however, existing questionnaires that have been validated in other patient groups were
included in the draft survey. The chief benefits of these validated questionnaires (or in some cases small sets of
2-5 items) are (1) that they provided confidence that some difficult to assess, less concrete concepts (e.g.,
patient satisfaction with healthcare or social anxiety related to Scleroderma) were actually assessed and (2) that
they provided a basis of comparison with other patient groups by using similar questionnaire scoring systems
from published research studies. Included questionnaires were chosen because (1) they assessed areas of
potential importance within the framework of the priorities set by the patient survey committee; (2) there was
good evidence that they accurately measured what they claimed to measure in a feasible format (e.g., shorter
rather than longer); and (3) there were numerous published reports in the medical literature that allowed for
meaningful comparison.

The following describes the questionnaires that are embedded in the current survey (see Appendix 1 and
Appendix 2):

CARE Il Online Patient Survey — Summary of Preliminary Analysis. The Arthritis Society, 2005.

Cheryl Koehn, Anne Dooley, Catherine Hofstetter, & Ann Qualman. Determining the research priorities of people living
with arthritis: Listening to patients. The Arthritis Society, 2002.

Welcoming, printed statement, to the SARD Conference (December, 2005), co-chaired by Paul R. Fortin, MD, MPH,
FRCP and Marvin Fritzler, MD, PhD, FRCPC.
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e 18 items from the Patient Satisfaction Questionnaire, which allows scores to be generated that rate
patient satisfaction with care in terms of general satisfaction, technical quality of care, interpersonal
aspects, communication, financial aspects, sufficiency of time spent, and accessibility and convenience of
care.

e Several sets of items (2-5 items) that have been shown to be reasonably accurate for assessing mental
health concerns related to including depression and anxiety.

2. Refining the survey

Based on the Survey committee’s prior discussions and agreed upon work plan, several steps were followed in
order to refine the survey. The initial step was a review by the Survey Committee, comprised of a limited
number of experienced clinicians, researchers, Scleroderma patients, and family members. The objective of the
initial review by the committee was to shape the draft survey into a format that allowed for more detailed input
from a larger group of patients and regional advocacy groups, rather than to refine the survey ourselves.
Nonetheless, feedback was sought from committee members along several axes. Topics and items were
reviewed with regard to their relevance, importance, and clarity. In addition, items were reviewed with respect
to repetitiveness. Comments on the burden to respondents were also solicited. Modifications following this first
refinement step consisted mainly in clarifying a few questions and adding symptoms.

The subsequent step consisted of getting feedback from a larger group of patients and family members, making
sure they were satisfied with the survey’s length, content, and structure. The Survey Committee members sent
an electronic copy of the survey via email to a group of 25 Scleroderma patients and family members across
Canada, who were approached by some of the SSC’s leaders and who agreed to read the survey and give the
committee feedback.

3. Incorporating the patients’ comments and translating the survey into French

The second set of patients’ comments was also mainly comprised of requests for clarifications and additions of
symptoms (see Appendix 4). Despite the considerable length of the initial draft, patients were very positive and
opted for a longer but well structured survey, and the Committee agreed.

It was also suggested that we add a front page explaining the purpose of this initiative, who could answer this
survey, how much time patients should expect to complete it, and where to mail it back.

After taking into account these suggestions and comments and making the necessary changes, the content of
the survey was finalized and formatting was again improved. It was then sent to a professional medical
translator and editor. In addition to translating the whole survey into French, the translator made sure the
quality of the English language was appropriate and made the necessary corrections, when permitted, to the
English version of the survey.

4. Reaching patients

Two main methods were used in order to reach as many people as possible and get them to answer the survey:
(1) setting-up a website where patients could easily answer the survey online and (2) providing paper copies of
the survey to people who did not have access to a computer and/or the Internet, or simply preferred a pen and

paper.

a) Internet (Survey Monkey): A summer student was hired to set-up both French and English versions of the
survey online using Survey Monkey. A link to both preliminary web versions of the survey was then sent to the
Survey committee members for review and modifications were made accordingly.

b) Paper copies of the survey: Both versions of the survey were formatted and printed on paper for
distribution. Again, a preliminary copy of each version was printed and checked for typos and mistakes and
necessary corrections were made.
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On the one hand, the paperless option was by far the committee’s preferred option. Not only it allowed us to
save on paper and mailing costs, helping to make this study more feasible by reducing our overall expenses and
helping the environment, it also offered the possibility of integrating data quality control features along the way.
This allowed for better, more accurate and more complete data (ex.. making certain items mandatory;
incorporating skipping patterns, etc). It was also originally thought to be an easier option for Scleroderma
patients. One additional advantage of using this web template was the fact that, unlike the paper copies, the
data from surveys answered directly online did not have to be manually entered, again saving time and money.
On the other hand, the paper copies option was deemed necessary considering that one third of Canadians
either do not have access to the Internet or simply do not use it personally. Again, the whole point of having
both options was to reach as many Canadian Scleroderma patients as possible.

5. Confidentiality and anonymity

Both web and paper options were set up to assure full confidentiality and anonymity. Both contained absolutely
no individual identifiers, such as names, telephone numbers, dates of birth or social insurance numbers,
allowing patients to complete the survey without the risk of being recognized. Province and country of origin
were added to allow differentiating Canadian from non-Canadian patients.

6. Disseminating the survey

a) Ottawa, 2008: The survey was officially launched in Ottawa, in September 2008, during the Annual Scientific
Meeting of the CSRG, a meeting held conjointly with the SSC. In addition to 75 clinicians and researchers in
attendance, an estimated 200 patients, family members, and friends participated in this unique gathering of
Canadians affected by this chronic disease in one way or another. A well orchestrated attempt to promote the
survey included a short oral presentation by Dr. Brett Thombs, the Chair of the Survey Committee, a poster
explaining the purpose of the survey, postcards to encourage patients to go online to answer the survey,
request forms to allow SSC’s Heads of provincial chapters to receive paper copies of the survey and more
promotional material by mail, and of course, distribution of the paper copies of the survey.

b) McLean’s magazine and I’Actualité: SSC received a grant that allowed them to place an ad in both McLean’s
and I’Actualité, promoting their cause and the survey as well. They appeared just in time for the Ottawa meeting
(see Appendices 5 and 6). Other ads were prepared by the SSC to promote the survey and encourage patients to
participate (see Appendix 7).

c) Support Groups: Heads of provincial chapters of the SSC made an extra effort to reach and convince the
patients close to them to answer the survey. Paper copies and postcards were provided to them and they made
sure to bring them to the next gathering of their support group. Stamped and pre-addressed envelopes were
given with the survey making sure the patient could easily return the survey by mail.

d) Websites: SSC and Sclérodermie Québec (SQ) both posted a notice on their website, giving all the necessary
information regarding the survey. Patients were given the option of emailing or phoning the person responsible
for distributing the paper copies of the survey or answering questions about it. They were also given the direct
links to access both versions of the survey online, French and English.

e) Newsletters (SSC, SQ and CSRG): Ads were put and articles were written in the winter and/or spring issues of
SSC’s, SQ’s and the CSRG’s Newsletters. These were distributed at large among the CSRG recruiting sites and
patients all over the country via the patients’ groups.

f) CSRG registry patients: The CSRG got approval from the McGill Research Ethics Board (REB) to promote the
patient survey among all Scleroderma patients coming periodically to the clinic. All active CSRG sites across the
country also went to their own REB in order to be allowed to distribute promotional material and encourage
patients to answer the survey.
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SURVEY RESULTS

1. Cleaning-up the data

Data quality control tools were integrated into the Survey Monkey online entry system to prevent some
inconsistencies and minimize the number of missing values. However, the data still needed some checking and
cleaning during the preparation of the database.

The data was downloaded from the online English, online French, and paper survey entry systems and was
combined to create the final database. Some of the participant’s entries were reformatted to facilitate statistical
analysis. For example, some participants entered their age as “65 years old”, therefore the entry was changed to
read just “65”. Cleaning of the survey data also included the removal of cases. Cases were removed based on
the following criteria:

a)

If participants, in an open commentary or in question “Who diagnosed your Scleroderma?”, indicated
that they were not diagnosed by a healthcare professional or they did not have Scleroderma.

If participants answered only demographic questions and did not answered the rest of the
questionnaire.

If participants were less than 18 years old.

If the entry was a duplicate of another entry. Cases were systematically compared based on similarities
in responses to the following demographic variables: age, gender, province, racial/ethnic background,
current marital status, family dwelling, education, and employment.

Using the above-mentioned exclusion criteria, 180 cases were removed out of the initial 856 cases, leaving a
total of 676 respondents.

e 8respondents were less than 18 years old (3 English and 5 French)

e 65 respondents answered the survey twice (31 English and 34 French)

o 18 respondents (9 English and 9 French) indicated that they had diagnosed themselves or they
wrote it in an open ended commentary

e 19 respondents (9 English and 10 French) only answered the socio demographic questions

e 70 respondents (31 English and 39 French) did not indicate anywhere in the survey that they had
Scleroderma

Furthermore, some of the open ended questions were categorized to help better interpret the data:

Section B #1.. Systemic Scleroderma was a common answer for “Other” and was therefore added as a
category.

Section B #2: Raynaud’s, Sjogren’s and Hypothyroidism were common answers for “Other” and were
added as categories.

Section B #3: Internist and Gastroenterologist were common answers for “Other” and were added as
categories.

Section B #4: Pneumologist, Internist and Dermatologist were common answers for “Other” and were
added as categories.

Section B #6.a: The categories were taken and modified from a disease severity scale for Systemic
Sclerosis, appearing in the following article: Medsger, Silman, Steen, Black, Akesson, Bacon, Harris,
Jablonska, Jason, Jimenez, Krieg, Leroy, Maddison, Russell, Schachter, Wollheim, Zacharaie. A disease
severity scale for Systemic Sclerosis: development and testing. J Rheumatol. 26(10): 2159-67,1999. The
symptoms were divided into 9 categories, which are as follows: General, Joint/Tendon, Heart/Lung,
Gastrointestinal, Muscle, Peripheral Vascular, Renal, Skin and Other.
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= Section C #3.a: The categories were taken and modified from a disease severity scale for Systemic
Sclerosis, appearing in the following article: Medsger, Silman, Steen, Black, Akesson, Bacon, Harris,
Jablonska, Jason, Jimenez, Krieg, Leroy, Maddison, Russell, Schachter, Wollheim, Zacharaie. A disease
severity scale for Systemic Sclerosis: development and testing. J Rheumatol. 26(10): 2159-67,1999. The
reasons for hospitalization were divided into 9 categories, which are as follows: General, Joint/Tendon,
Heart/Lung, Gastrointestinal, Muscle, Peripheral Vascular, Renal, Skin and Other.

2. Overall statistics

Between September 12, 2008 and September 1%, 2009, 856 surveys were filled out, online and on paper.
However, after removing the 180 cases described in Section 1 above, 676 surveys were kept for analysis. Four
hundred and forty four (444) surveys were answered in English and 232 in French.

Section A - Demographics

Table 1 summarizes the demographic characteristics of all respondents. Most respondents (90%) were
Canadians and came from across the country. They were mostly female (N = 591, 87%), and were between 18
and 88 y. 0. (mean age =54 y. + 13.7 y). Most were white (N = 410, 61%) and married or living as married (N =
74, 70%). Of those who completed the survey, approximately 1 of every 5 respondents lived alone, nearly 2 of
every 3 respondents had post secondary education and 1 of every 4 was working full time. A significant number
of respondents reported that they were either disabled, on sick leave or unemployed (N = 230, 33%). Of those
230 individuals, 192 (84%) reported that the reason was “because of Scleroderma”.

Table 1. Sociodemographic Characteristics (N=676)

Frequency or Percent
Mean
(SD)
Where do you live?
BC 134 19.8
SK 15 2.2
AB 39 5.8
MB 14 2.1
ON 167 24.7
QC 195 29.0
NB 17 2.5
NS 15 2.2
PE 2 3
NFL 6 9
YT 1 |
Non Canadians 71 105
Female 591 87.4
Age (SD) 54 (13.7)
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Table 1. Cont’d - Sociodemographic Characteristics (N=676)

Frequency or Percent
Mean (SD)
Racial/Ethnic Background
White 410 60.7
Aboriginal 25 3.7
Chinese 9 1.3
South Asian 9 1.3
West Indian 1 1
Black 9 1.3
Filipino 8 1.2
Latin America 5 T
Arab 14 2.1
Japanese 2 3
Korean 2 3
Other 29 4.3
Current Marital Status
Single 77 114
Married or living as married 474 70.2
Separated 21 3.1
Divorced 63 9.3
Widowed 41 6.1
Current family dwelling composition
Alone 123 18.2
Living with spouse/partner 315 46.7
Living with spouse/partner and children 159 235
Living with children, no spouse/partner 34 5.0
Living with friends 6 9
Other 39 5.8
Highest level of education
Less than 7 years 14 1.9
Grades 7-9 28 4.1
Grades 10-11 54 7.8
High school graduate 167 24.4
1-4 yrs of CEGEP/College or University 162 235
CEGEP/College graduate 78 11.3
University graduate 138 20.1
Post-graduate education 46 6.7
Current employment status*
Working full-time 167 24.3
Working part-time 61 8.9
Homemaker 83 12.1
Student 20 2.9
Retired 202 295
Disabled, sick leave or unemployed 230 334
If yes > Because of Scleroderma 192 83.5
Other status 37 5.4

* Respondents were able to give more than one answer
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Section B - Diagnosis and Disease

Six hundred and sixty-three (663) individuals completed the section on diagnosis and disease, however only 484
individuals completed the question “What kind of Scleroderma were you diagnosed with?” This question was
added to the survey at a later date, after we had already received a certain number of respondents, therefore the
information provided for this particular question in Table 2 has a decreased sample size. Table 2 summarizes
diagnosis information. Thirty four percent (34%) of respondents reported getting a diagnosis of CREST, 17%,
Diffuse Scleroderma and 16%, Limited Scleroderma. The others reported SINE, Linear, Morphea, or Systemic
Scleroderma. Sixteen percent (16%) reported being unsure about their diagnosis. Most respondents were either
diagnosed by a rheumatologist (52%), a family doctor or general practitioner (18%) or a dermatologist (13%), and
most were currently being primarily treated by a rheumatologist (56%) or their family doctor (19%).

Table 3 lists further information about Diagnosis and Disease. Eighty-two (82%) of participants indicated that they
had Raynaud’s, and that they have had it, on average, for 16 years. On average, respondents had their first
Scleroderma symptom (not related to Raynaud’s) 12 years earlier. The three most common first symptoms were
related to skin abnormalities, swollen hands and/or feet, and Gl problems. Many respondents reported multiple
symptoms. Most individuals waited on average of 17 months before going to see a health professional regarding
their symptoms. Results indicated that the mean disease duration among participants was 10 years and that they
saw either one (20%), two (30%), three (20%) or four or more (30%) doctors before being diagnosed.

Table 2. Diagnosis

Frequency Percent
What kind of Scleroderma were you diagnosed with* (N=484)
CREST 163 33.7
Diffuse 83 17.2
Limited 77 159
Morphea 48 9.9
Systemic 18 3.7
Linear 13 2.7
SINE 4 .6
Unknown 78 16.1
Who diagnosed your Scleroderma (N=663)
Rheumatologist 350 52.0
Family doctor, general practitioner 122 18.4
Dermatologist (skin specialist) 88 13.3
Internist 18 2.7
Gastroenterologist 13 2.0

Nephrologist (kidney specialist) 1.2

8
Cardiologist (heart specialist) 7 1.1
Hematologist (blood specialist) 5 8
Orthopaedic surgeon 3 5
Neurologist (nervous system specialist) 2 3
Physical or Occupational therapist 1 2
Other 46 6.9
Who is currently responsible for treating your Scleroderma (N=659)

Rheumatologist 369 55.9
Family doctor, general practitioner 126 19.1
Internist 15 2.2
Dermatologist 14 2.1
Pneumologist (lung specialist) 9 13
| am not receiving treatment right now 79 12.0
Other 48 71

* This question was introduced later in the survey, hence the lower number of respondents.
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Table 3. Raynaud?s, first Scleroderma symptom, time to diagnosis, diagnosis and disease duration

Frequency or Percent or
Mean Standard
Deviation
Do you have Raynaud’s (Yes; N=664) 547 82.4
IF YES, How many years ago did your first Raynaud’s
symptoms start? (N=541) 15.7 11.9
How many years ago did your first Scleroderma symptom
start (NOT related to Raynaud’s) (N=592) 12.2 10.3
What was the symptom?*
Skin abnormalities 169 28.9
Swollen hands/feet 77 13.2
Gl symptoms 68 11.6
Pain 49 8.4
Ulcers 37 6.3
Joints/Muscles problems 30 5.1
Sclerodactyly 23 3.9
Heart/Lung problems 22 3.8
Calcinosis 20 3.4
Vascular problems 18 3.1
Stiffness 16 2.7
Fatigue 13 2.2
Presence of specific auto-antibodies 11 1.9
Other reasons (See Appendix A) 31 5.3
How many months passed from when you first went to see a
health professional about your symptoms to the time of
your diagnosis? (N=610) 16.9 35.4
How many years ago were you diagnosed with Scleroderma
by a doctor? (N=629) 104 9.6
Including the doctor who diagnosed you, how many different
doctors did you see before receiving a diagnosis? (N=623)
1 117 20.1
2 190 30.1
3 124 19.5
4 82 134
5 39 5.8
More than 5 71 111

Table 4 lists all other medical conditions reported. Eighty six percent (86%) of respondents reported at least one
other medical condition. Among the conditions listed, digestive problems, arthritis, high blood pressure and
chronic back pain were the most common.
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Table 4. Other medical conditions (N=676)

Frequency
Other medical conditions in addition to SSc*
None 93
Esophageal dysfunction 252
Osteoarthritis (hands, hips, knees, etc.) 163
High blood pressure 154
Back pain 144
Depression 111
Rheumatoid arthritis 103
Anemia or other blood disease 76
Hearing problems 75
Ulcer or stomach disease 73
Fibromyalgia 68
Heart disease 49
Raynaud’s** 44
Diabetes 36
Lupus 35
Kidney disease 34
Lung disease 30
Cancer 25
Hypothyroidism*>* 22
Liver disease 19
Sjogren’s** 17
Other (See Appendix B) 124

* Respondents were able to give more than one answer
** Frequent open ended “Other” response

Section C - Healthcare Services Utilization

All respondents were asked about treatments their physicians had suggested they use, here in Canada, and
which treatments they were actually using. Consequently, Table 5 reports only the answers of Canadian
respondents. Most respondents (89%) reported that their physician or other health professional suggested that
they currently use at least one of the treatments/therapies/tools listed in Table 5. Prescription medications were
the most frequently suggested and used treatments (83% and 80% respectively).

Table 6 summarizes frequency of hospitalization, availability and usage of mental health services and support
groups for all survey respondents. More than one third (36%) of all survey respondents reported being
hospitalized at least once in the past because of Scleroderma or its symptoms. Hospitalization due to Heart/Lung
(18%) and Gastrointestinal (11%) problems was the most common. Thirty nine percent (39%) of respondents
reported having access to adequate mental health services and 33% reported using these kinds of services
because of emotional problems related to Scleroderma. The feeling of not needing mental health services was
the main reason for not using these kinds of services. Even though almost half of survey respondents (48%)
reported that support group services were available, many respondents either did not know about them (23%)
or did not participate in one (60%).
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Table 5. Current treatments, therapies and tools Canadian patients said physicians suggested they use
and treatments, therapies and tools actually used by respondents (N=605)
Treatments patients  Treatments actually

said physicians used by respondents
suggested they use

Treatments/Therapies/Tools*

None 66 (10.9) 62 (10.2)

Yes — 539 (89.1) 543 (89.8)
Post-surgical homecare 12 (2.2) 8 (1.5)
Prescription medications 445 (82.6) 431 (79.4)
Exercise therapy 179 (33.2) 172 (31.7)
Occupational therapy 64 (11.9) 24 (4.4)
Massage therapy 83(15.4) 83 (15.3)
Acupuncture 24 (4.5) 14 (2.6)
Vitamins and/or supplements 180 (33.4) 250 (46.0)
House cleaning services 55(10.2) 66 (12.2)
Personal care attendant services 17 (3.2) 17 (3.1)
Bandages, ointments, and creams 144 (26.7) 159 (29.3)
Osteopathy 8 (1.5) 11 (2.0)
Non-prescription medications 101 (18.7) 140 (25.8)
Chiropractic therapy 21(3.9) 29 (5.3)
Physiotherapy 95 (17.6) 48 (8.8)
Medicinal marijuana 7(1.3) 7(1.3)
Naturopathy 21(3.9) 26 (4.8)
Assistive devices (e.g. splints, walkers, kitchen tools) 102 (18.9) 99 (18.2)
Transportation (e.g. HadyDART, bus passes) 25 (4.6) 31(5.7)
Meal preparation aid services 14 (2.6) 17 (3.1)
Hyperbaric oxygen therapy 7(1.3) 4(0.7)
Other (See Appendix C & D) 61 (10.1) 54 (8.9)

* Respondents were able to give more than one answer
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Table 6. Hospitalization, availability and usage of mental health services and support groups in all survey respondents

Frequency Percent
Have you ever been hospitalized for your Scleroderma or any of its
symptoms (Yes; N=642) 222 356
IF YES, specify the type of problem* (N=212)
Heart/lung 37 17.5
Gl 23 10.8
Vascular problems 15 7.1
Infection 15 7.1
Anemia 13 6.1
Ulcers 12 5.7
Skin 12 5.7
Renal 10 4.7
Amputation 10 4.7
Liver 7 3.3
Joints/Muscles 5 24
Pain/Calcinosis/ Stiffness 7 3.3
Other (See Appendix E) 46 21.7
Are adequate mental health services available to you (Yes; N=623) 245 39.3
Have you used mental health services because of emotional problems
related to living with Scleroderma (Yes; N=625) 207 33.1
IF NO, why not* (N=394)
| do not need mental health care 313 74.9
Other reasons (See Appendix F) 90 25.1
Are Scleroderma support groups available to you (N=621)
| don’t know 143 23.0
Yes 300 48.3
No 178 28.7
Have you participated in Scleroderma support groups (Yes; N=622) 249 40.0
IF NO, why not* (N=373)
Not interested 103 27.6
None are easily available 120 32.2
Other reasons (See Appendix G) 152 40.8

* Respondents were able to give more than one answer

Section D - Healthcare Services Reimbursement

Table 7 describes the proportion of Canadian survey respondents with private insurance as well as the level of coverage for a
range of healthcare services. The majority of respondents indicated that they currently had private health insurance (N = 348,
63%). Services that the majority of respondents indicated were either partially or entirely covered by their private insurance
included: prescription medications (96%), chiropractic services (67%), massage therapy (66%) and occupational therapy (54%).
Services that the majority of respondents indicated were not covered at all by their private insurance included: non-
prescription medications (84%), vitamins/and or supplements (74%), exercise therapy (57%) and house cleaning services
(54%). Services that the majority of respondents indicated they didn't know whether they were covered by their private
insurance included: hyperbaric oxygen (66%), medicinal marijuana (62%) post-surgical homecare (51%), osteopathy (51%),
transportation (51%), personal care services (51%) and meal preparation (51%) and.
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Table 7. Private insurance reimbursements in all Canadian survey respondents (N=605)

Frequency Percent
Do you currently have private insurance? (N = 556)
Yes 348 62.6
No 208 37.7
Treatment cost reimbursements by private health insurance
Post-surgical homecare (N = 304)
Entirely 32 105
Partially 76 25.0
Not at all 40 13.2
| don't know 156 51.3
Prescription medications (N = 351)
Entirely 98 27.9
Partially 238 67.8
Not at all 12 3.4
| don't know 3 0.9
Non-prescription medications( N =328)
Entirely 5 15
Partially 15 4.6
Not at all 277 84.5
[ don't know 31 9.5
Exercise therapy (e.g. gym pass coverage) (N = 319)
Entirely 8 25
Partially 48 15.0
Not at all 183 57.4
| don't know 80 25.1
Chiropractic therapy (N = 308)
Entirely 23 75
Partially 183 59.4
Not at all 37 12.0
| don't know 65 21.1
Occupational therapy (N = 320)
Entirely 28 8.8
Partially 144 45.0
Not at all 52 16.3
| don't know 96 30.0
Physiotherapy (N = 329)
Entirely 41 125
Partially 217 66.0
Not at all 23 7.0
| don't know 48 14.6
Massage therapy (N = 329)
Entirely 25 7.6
Partially 191 58.1
Not at all 46 14.0
| don't know 67 20.4
Naturopathy (e.g. charges for visits) (N = 317)
Entirely 12 3.8
Partially 106 334
Not at all 83 26.2
| don't know 116 36.6
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Table 7. Private insurance reimbursements in all Canadian survey respondents (N=605)

Frequency Percent
Osteopathy (N = 313)
Entirely 12 3.8
Partially 86 275
Not at all 55 17.6
| don't know 160 51.1
Medicinal marijuana (N = 314)
Entirely 2 0.6
Partially 5 1.6
Not at all 112 35.7
| don't know 195 62.1
Acupuncture (N = 319)
Entirely 12 3.8
Partially 118 37.0
Not at all 69 21.6
| don't know 120 37.6
Vitamins and/or supplements (N = 322)
Entirely 6 1.9
Partially 20 6.2
Not at all 237 73.6
| don't know 59 18.3
Assistive devices (e.g. splints, walkers, tools) ( N = 324)
Entirely 25 7.7
Partially 112 34.6
Not at all 58 17.9
| don't know 129 39.8
Transportation (e.g. HadyDART, bus passes) (N = 319)
Entirely 5 1.6
Partially 22 6.9
Not at all 128 40.1
| don't know 164 51.4
House cleaning services (N = 322)
Entirely 6 1.9
Partially 11 34
Not at all 175 54.3
| don't know 130 40.4
Personal care attendant services (N = 321)
Entirely 6 1.9
Partially 33 10.3
Not at all 117 36.4
| don't know 165 51.4
Meal preparation aide services (N = 319)
Entirely 2 0.6
Partially 11 3.4
Not at all 144 45.1
| don't know 162 50.8
Bandages, ointments, and creams (N = 319)
Entirely 12 3.8
Partially 53 16.6
Not at all 145 455
| don't know 109 34.2
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Table 7. Private insurance reimbursements in all Canadian survey respondents (N=605)

Frequency Percent

Hyperbaric oxygen therapy (N = 315)

Entirely 5 1.6

Partially 11 35

Not at all 90 28.6

| don't know 209 66.3
Other (N = 163)

Entirely 9 55

Partially 6 3.7

Not at all 37 22.7

| don't know 111 68.1

Table 8 describes the distribution of Canadian survey respondents with private health insurance by province.
When considering provinces with at least 10 respondents, private health insurance coverage ranged from 56% in
New Brunswick to 71% in Nova Scotia. When considering provinces with at least 100 respondents, private health
insurance coverage ranged from 62% in Quebec to 72% in Ontario.

Table 8. Distribution of Canadian survey respondents with private insurance by province
Canadian Province

PRIVATE INSURANCE BC SK AB MB ON QC NB NS PE NFL YT Total

No Frequency 59 9 14 4 45 63 7 4 0 3 0 208
Percent 46.1 643 378 308 280 382 438 286 0 50.0 .0 374
Yes Frequency 69 5 23 9 116 102 9 10 1 3 1 348
Percent 539 357 622 692 720 618 563 714 100.0 500 100.0 62.6

Total

Table 9 describes the proportion of Canadian survey respondents with government insurance as well as the level
of coverage for a range of healthcare services. The majority of respondents indicated that they currently had
government insurance (N = 326, 60%). The only service that the majority of respondents indicated was either
partially or entirely covered by their government insurance was prescription medications (77%). There were
several services that the majority of respondents indicated were not covered at all by their government
insurance and included: non-prescription medications (92%), vitamins/and or supplements (87%), exercise
therapy (84%), naturopathy (78%), medicinal marijuana (77%), acupuncture (72%), meal preparation (72%),
house cleaning services (72%), osteopathy (71%), bandages, ointments & creams (71%), hyperbaric oxygen
(68%), massage therapy (65%), personal care services (61%), chiropractic (59%), transportation (57%) and
occupational therapy (52%). There were no services that the majority of respondents indicated they didn't know
whether they were covered by their government insurance.
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Table 9. Government insurance reimbursements in all Canadian survey respondents (N=542)

Frequency Percent
Do you currently have government insurance?
Yes 326 60.1
No 216 39.9
Treatment cost reimbursements by government health insurance
Post-surgical homecare (N = 129)
Entirely 33 25.6
Partially 33 25.6
Not at all 44 34.1
| don't know 19 14.7
Prescription medications (N = 272)
Entirely 46 16.9
Partially 163 59.9
Not at all 58 21.3
| don't know 5 1.8
Non-prescription medications( N = 224)
Entirely 0 0
Partially 6 2.7
Not at all 205 91.5
| don't know 13 5.8
Exercise therapy (e.g. gym pass coverage) (N = 181)
Entirely 3 1.7
Partially 6 3.3
Not at all 152 84.0
| don't know 20 11.0
Chiropractic therapy (N = 182)
Entirely 5 2.7
Partially 46 25.3
Not at all 108 59.3
| don't know 23 12.6
Occupational therapy (N = 159)
Entirely 22 13.8
Partially 33 20.8
Not at all 83 52.2
| don't know 21 13.2
Physiotherapy (N = 181)
Entirely 31 17.3
Partially 53 29.6
Not at all 77 43.0
I don't know 18 10.1
Massage therapy (N = 170)
Entirely 1 0.6
Partially 35 20.6
Not at all 111 65.3
| don't know 23 135
Osteopathy (N =127)
Entirely 5 3.9
Partially 10 7.9
Not at all 90 70.9
| don't know 22 17.3
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Table 9. Government insurance reimbursements in all Canadian survey respondents (N=542)

Frequency Percent
Medicinal marijuana (N = 120)
Entirely 1 .8
Partially 2 1.7
Not at all 92 76.7
| don't know 25 20.8
Acupuncture (N = 149)
Entirely 0 0
Partially 19 12.8
Not at all 107 71.8
| don't know 23 154
Naturopathy (N = 129)
Entirely 0 0
Partially 6 4.7
Not at all 101 78.3
| don't know 22 17.1
Vitamins and/or supplements (N = 209)
Entirely 4 1.9
Partially 7 3.3
Not at all 181 86.6
| don't know 17 8.1
Assistive devices (e.qg. splints, walkers, tools) (N=152)
Entirely 6 3.9
Partially 45 29.6
Not at all 75 49.3
| don't know 26 17.1
Transportation (e.g. HadyDART, bus passes) (N = 149)
Entirely 6 4.0
Partially 34 22.8
Not at all 85 57.0
| don't know 24 16.1
House cleaning services (N = 155)
Entirely 5 3.2
Partially 12 7.7
Not at all 111 71.6
| don't know 27 174
Personal care attendant services (N = 140)
Entirely 9 6.4
Partially 22 15.7
Not at all 86 61.4
| don't know 23 16.4
Meal preparation aide services (N = 139)
Entirely 1 4
Partially 11 7.9
Not at all 100 71.9
| don't know 27 194
Bandages, ointments, and creams (N = 178)
Entirely 5 2.8
Partially 28 15.7
Not at all 127 71.3
| don't know 18 10.1
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Table 9. Government insurance reimbursements in all Canadian survey respondents (N=542)

Frequency Percent

Hyperbaric oxygen therapy (N = 118)

Entirely 4 34

Partially 6 5.1

Not at all 80 67.8

| don't know 28 23.7
Other (N=81)

Entirely 11 13.6

Partially 6 7.4

Not at all 42 51.9

| don't know 22 27.2

Table 10 describes the distribution of Canadian survey respondents with government insurance by province.
When considering provinces with at least 10 respondents, government insurance coverage ranged from 43% in
Nova Scotia to 79% in Saskatchewan. When considering provinces with at least 100 respondents, government
health insurance coverage ranged from 51% in Quebec to 74% in British Columbia.

Table 10. Distribution of Canadian survey respondents with government insurance by province

Canadian Province
PRIVATE
INSURANCE BC SK AB MB ON QC NB NS PE NFL YT Total
No  Frequency 33 3 10 3 69 77 9 8 0 4 0 216
Percent 264 214 278 231 437 487 56.3 57.1 0 66.7 .0 399
Yes  Frequency 92 11 26 10 89 81 7 6 1 2 1 326

Percent 736 786 722 769 563 513 438 429 1000 333 1000 60.1

Table 11 describes the distribution of Canadian survey respondents receiving disability benefits and their
experience. Approximately 1 in 4 respondents (26%) were receiving disability benefits; more than half of which
came from the government.
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Table 11. Disability Benefits in Canadian Survey Respondents
Frequency  Percent

Are you currently receiving disability benefits (N = 537)

Yes 141 26.3

No 396 73.7
Currently receiving disability benefits from (N = 141)

Only private insurer 13 9.2

Only the government 87 61.7

Both private insurer and the government 41 29.1

*Please indicate which of the following statements are true about your
experience in receiving disability benefits related to Scleroderma (N = 605):

| have never needed disability benefits 273 45.1
I am no longer receiving benefits because | am 65 or older 35 5.8
| have received/am receiving short term disability benefits from the government 26 4.3
| have received/am receiving short term disability benefits from a private insurer 35 5.8
| have received/am receiving long term disability benefits from the government 123 20.3
| have received/am receiving long term disability benefits from a private insurer 67 111
| was denied short term benefits from the government in the past 5 years 13 2.1
| was denied short term disability from a private insurer in the past 5 years 5 8

| was denied long term disability benefits from the government in the past 5 years 26 4.3
| was denied long term disability benefits from a private insurer in the past 5 years 8 1.3
Other (ex: collect CPP, have not applied, do not know if | am eligible...) 65 10.5

* Respondents were able to give more than one answer

Section E - Healthcare Services Reimbursement Needs

Table 12 describes health care services that Canadian survey respondents felt they needed but were not
receiving due to cost. Just under half of respondents (45%) felt that there were healthcare services they needed
that they were not currently receiving due to cost. The most common health services that respondents indicated
they needed but were not receiving due to cost were house cleaning services (16%), massage therapy (15%),
exercise therapy (15%), vitamins/supplements (13%) and non-prescription medications (12%). Survey
respondents also had the opportunity to specify additional health care services that were not listed. Of these
written-in responses, the most common were dental services and podiatry/orthotic insoles.
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Table 12. Health Care Services that Canadian Survey Respondents Felt they Needed
But Were Not Receiving Due to Cost (N = 605)

Frequency Percent
Treatments/Therapies/Tools*

None 272 45.0
House cleaning services 98 16.2
Massage therapy 90 14.9
Exercise therapy 89 14.7
Vitamins and/or supplements 77 12.7
Non-prescription medications 76 12.6
Physiotherapy 54 8.9
Acupuncture 51 8.4
Prescription medications 50 8.3
Bandages, ointments, and creams 46 7.6
Assistive devices (e.g. splints, walkers, kitchen tools) 41 6.8
Naturopathy 37 6.1
Chiropractic therapy 34 5.6
Meal preparation aid services 25 4.1
Hyperbaric oxygen therapy 22 3.6
Healthcare services insurance 21 35
Occupational therapy 20 3.2
Transportation (e.g. HadyDART, bus passes) 20 3.3
Personal care attendant services 17 2.8
Medicinal marijuana 16 2.6
Osteopathy 7 1.2
Post-surgical homecare 4 v

Other (ex: dental, podiatry/orthotic insoles) 39 6.4

* Respondents were able to give more than one answer

Section F - Medical Care

Table 13 describes all survey respondents’ level of satisfaction with the medical care they were currently
receiving with respect to the following 7 domains: general satisfaction, technical quality of care, interpersonal
manner, communication, financial aspects, time spent with physician, accessibility & convenience of care, as
well as patient views of the utility of the creams and ointments they have been prescribed. Response options
ranged from 1 (agree strongly) to 5 (strongly disagree). Questions that were negatively worded were rescored so
that for all items, higher scores represented higher satisfaction with medical care. Overall, survey respondents
generally agreed with statements reflecting positive attitudes about the medical care they are currently
receiving. Survey respondents provided the lowest average ratings for questions relating to accessibility &
convenience of care (mean = 3.0, SD = 0.6) and the highest average ratings for items relating to physician
interpersonal manner (mean = 3.8, SD = 0.9).
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Table 13. Satisfaction with Medical Care Subscale Score (N = 555)

Subscale Mean SD* Mode® Min® Max
I) General Satisfaction 3.3 1.0 4 1 5
3. The medical care | have been receiving is just about perfect 35 1.1 4 1 5
17. 1 am dissatisfied with some things about the medical care |
receive 3.2 1.2 4 1 4
II) Technical Quality of care 3.4 0.8 4 1.25 5
2. 1 think my doctor’s office has everything needed to provide
complete care 35 1.1 4 1 5
4. Sometimes doctors make me wonder if their diagnosis is correct 3.0 1.2 2 1 5
6. When | go for medical care, they are careful to check everything
when treating and examining me 35 1.1 4 1 5
14. 1 have some doubts about the ability of the doctors who treat me 3.6 1.1 4 1 5
1) Interpersonal Manner 3.8 0.9 4 1 5
10. Doctors act too businesslike and impersonal toward me 3.6 1.1 4 1 5
11. My doctors treat me in a very friendly and courteous manner 4.1 0.9 4 1 5
IV) Communication 3.5 0.9 4 1 5
1. Doctors are good about explaining the reason for medical tests 3.9 0.9 4 1 5
13. Doctors sometimes ignore what | tell them 3.1 1.2 4 1 5
V) Financial Aspects 3.2 1.0 4 1 5
5. | feel confident that | can get the medical care | need without being
set back financially) 3.2 1.2 4 1 5
7. | have to pay for more of my medical care than | can afford 3.3 1.2 4 1 5
VI) Time spent with physician 3.3 1.0 4 1 5
12. Those who provide my medical care sometimes hurry too much
when they treat me 3.2 1.2 4 1 5
15. Doctors usually spend plenty of time with me 35 1.1 4 1 5
VII) Accessibility & convenience 3.0 0.6 3 1 4.75
8. I have easy access to the medical specialists | need 34 1.2 4 1 5
9. Where | get medical care, people have to wait too long for
emergency treatment 2.7 1.2 3 1 5
16. | find it hard to get an appointment for medical care right away 3.1 1.2 4 1 5
18. I am able to get medical care whenever | need it 2.8 1.2 2 1 5
19. Doctors prescribe creams and ointments that don’t work 3.3 11 4 1 5
¥3D = Standard Deviation
*Mode = most common rating provided
®Min = minimum rating provided
Max = maximum rating provided
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Table 14. Satisfaction with Medical Care

How strongly do you agree or disagree with each of the following statements? Frequency Percent
1. Doctors are good about explaining the reason for medical tests (N = 556)
Strongly agree 121 21.8
Agree 310 55.8
Uncertain 56 10.1
Disagree 60 10.8
Strongly disagree 9 1.6
2. | think my doctor’s office has everything needed to provide complete care
(N =555)
Strongly agree 87 15.7
Agree 226 40.7
Uncertain 127 22.9
Disagree 86 155
Strongly disagree 29 5.2
3. The medical care | have been receiving is just about perfect (N = 555)
Strongly agree 90 16.2
Agree 224 40.4
Uncertain 125 225
Disagree 90 16.2
Strongly disagree 26 4.7
4. Sometimes doctors make me wonder if their diagnosis is correct (N = 554)
Strongly agree 45 8.1
Agree 175 31.6
Uncertain 101 18.2
Disagree 177 31.9
Strongly disagree 56 10.1

5. | feel confident that | can get the medical care | need without being set back
financially (N = 473)

Strongly agree 65 13.7
Agree 151 31.9
Uncertain 116 24.5
Disagree 84 17.8
Strongly disagree 57 12.1

6. When | go for medical care, they are careful to check everything when
treating and examining me (N = 558)

Strongly agree 86 154
Agree 246 441
Uncertain 100 17.9
Disagree 99 17.7
Strongly disagree 27 4.8
7. 1 have to pay for more of my medical care than | can afford (N = 553)
Strongly agree 52 9.4
Agree 98 17.7
Uncertain 115 20.8
Disagree 224 40.5
Strongly disagree 64 11.6
8. | have easy access to the medical specialists | need (N = 557)
Strongly agree 92 16.5
Agree 250 449
Uncertain 68 12.2
Disagree 88 15.8
Strongly disagree 59 10.6
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Table 14. Cont’d - Satisfaction with Medical Care

How strongly do you agree or disagree with each of the following statements? Frequency Percent
9. Where | get medical care, people have to wait too long for emergency treatment
(N =554)
Strongly agree 96 17.3
Agree 144 26.0
Uncertain 157 28.3
Disagree 128 23.1
Strongly disagree 29 5.2
10. Doctors act too businesslike and impersonal toward me (N = 553)
Strongly agree 28 5.1
Agree 86 15.6
Uncertain 72 13.0
Disagree 279 50.5
Strongly disagree 88 15.9
11. My doctors treat me in a very friendly and courteous manner (N = 560)
Strongly agree 180 32.1
Agree 289 51.6
Uncertain 47 8.4
Disagree 30 5.4
Strongly disagree 14 25
12. Those who provide my medical care sometimes hurry too much when they
treat me (N =557)
Strongly agree 45 8.1
Agree 152 27.3
Uncertain 81 145
Disagree 215 38.6
Strongly disagree 64 115
13. Doctors sometimes ignore what | tell them (N = 557)
Strongly agree 48 8.6
Agree 165 29.6
Uncertain 76 13.6
Disagree 211 37.9
Strongly disagree 57 10.2
14. 1 have some doubts about the ability of the doctors who treat me (N = 555)
Strongly agree 26 4.7
Agree 87 15.7
Uncertain 98 17.7
Disagree 238 42.9
Strongly disagree 106 19.1
15. Doctors usually spend plenty of time with me (N = 554)
Strongly agree 87 15.7
Agree 259 46.8
Uncertain 62 11.2
Disagree 117 21.1
Strongly disagree 29 5.2
16. | find it hard to get an appointment for medical care right away (N =557)
Strongly agree 71 12.7
Agree 148 26.6
Uncertain 67 12.0
Disagree 222 39.9
Strongly disagree 49 8.8
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Table 14. Cont’d - Satisfaction with Medical Care

How strongly do you agree or disagree with each of the following statements?

Frequency Percent

17. 1 am dissatisfied with some things about the medical care | receive (N = 538)

Strongly agree 39 7.2
Agree 137 25.5
Uncertain 82 15.2
Disagree 214 39.8
Strongly disagree 66 12.3
18. I am able to get medical care whenever | need it (N = 559)
Strongly agree 61 10.9
Agree 229 41.0
Uncertain 92 16.5
Disagree 135 24.2
Strongly disagree 42 75
19. Doctors prescribe creams and ointments that don’t work (N = 557)
Strongly agree 29 5.2
Agree 106 19.0
Uncertain 167 30.0
Disagree 188 33.8
Strongly disagree 67 12.0

Section G - Symptoms

Table 15 summarizes the frequency of each of the 69 different symptoms in the past year, as well as its impact
on the respondent’s abilities to carry out their everyday activities for those who reported experiencing the
symptom. The most common symptoms (Present “Most of the times” to “Always”) were fatigue, difficulty
sleeping, Raynaud’s, skin tightening, itching, skin colour change, dilated vessels on hands, pain (i.e. joint pain,
skin pain, swollen joints, muscle pain), difficulty making a fist, difficulty holding objects, stiffness of hands,
difficulty climbing stairs, dry eyes, dry mouth, heartburn and shortness of breath. At least 1 of every 4
respondents reported that fatigue, difficulty sleeping, Raynaud's, joint pain, difficulty opening/closing hands and
finger ulcers/open soars had a severe or extremely severe impact on their ability to carry out daily activities.

Table 15. Frequency and Impact of 69 Different Symptoms in the Past Year

Frequency tightening

Cumulative
Frequency Percent Valid Percent Percent

Valid Never 81 12.0 14.4 14.4
Rarely 71 10.5 12.7 27.1
Sometimes 159 23.5 28.3 55.4
Most of the time 125 185 22.3 7.7
Always 125 185 22.3 100.0
Total 561 83.0 100.0

Missing System 115 17.0

Total 676 100.0
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Impact tightening

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 47 9.9 9.9 9.9
Minimal 129 27.2 27.2 37.1
Moderate 190 40.0 40.0 77.1
Severe 85 17.9 17.9 94.9
Extremely Severe 24 5.1 5.1 100.0
Total 475 100.0 100.0
Frequency itchy
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 72 10.7 12.9 12.9
Rarely 88 13.0 15.7 28.6
Sometimes 201 29.7 35.9 64.5
Most of the time 138 20.4 24.6 89.1
Always 61 9.0 10.9 100.0
Total 560 82.8 100.0
Missing System 116 17.2
Total 676 100.0
Impact itchy
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 144 29.6 29.6 29.6
Minimal 179 36.8 36.8 66.5
Moderate 131 27.0 27.0 93.4
Severe 25 51 51 98.6
Extremely Severe 7 14 1.4 100.0
Total 486 100.0 100.0
Frequency skin colour change
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 92 13.6 16.5 16.5
Rarely 97 14.3 17.4 33.9
Sometimes 181 26.8 32.4 66.3
Most of the time 127 18.8 22.8 89.1
Always 61 9.0 10.9 100.0
Total 558 825 100.0
Missing System 118 17.5
Total 676 100.0
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Impact skin colour change

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 190 41.1 41.1 41.1
Minimal 137 29.7 29.7 70.8
Moderate 92 19.9 19.9 90.7
Severe 31 6.7 6.7 97.4
Extremely Severe 12 2.6 2.6 100.0
Total 462 100.0 100.0
Frequency dilated vessels hands
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 153 22.6 27.6 27.6
Rarely 69 10.2 12.4 40.0
Sometimes 143 21.2 25.8 65.8
Most of the time 124 18.3 223 88.1
Always 66 9.8 11.9 100.0
Total 555 82.1 100.0
Missing System 121 17.9
Total 676 100.0
Impact dilated vessels hands
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 74 18.5 18.5 18.5
Minimal 101 25.3 25.3 43.9
Moderate 139 34.8 34.8 78.7
Severe 66 16.5 16.5 95.2
Extremely Severe 19 4.8 4.8 100.0
Total 399 100.0 100.0
Frequency dilated vessels face
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 246 36.4 44.3 44.3
Rarely 101 14.9 18.2 62.5
Sometimes 95 14.1 17.1 79.6
Most of the time 67 9.9 12.1 91.7
Always 46 6.8 8.3 100.0
Total 555 82.1 100.0
Missing System 121 17.9
Total 676 100.0
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Impact dilated vessels face

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 142 46.4 46.4 46.4
Minimal 92 30.1 30.1 76.5
Moderate 50 16.3 16.3 92.8
Severe 18 5.9 5.9 98.7
Extremely Severe 4 13 1.3 100.0
Total 306 100.0 100.0
Frequency skin rashes
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 214 31.7 38.4 38.4
Rarely 130 19.2 23.3 61.6
Sometimes 145 21.4 26.0 87.6
Most of the time 56 8.3 10.0 97.7
Always 13 1.9 2.3 100.0
Total 558 825 100.0
Missing System 118 17.5
Total 676 100.0
Impact skin rashes
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 114 334 334 334
Minimal 123 36.1 36.1 69.5
Moderate 78 22.9 22.9 92.4
Severe 22 6.5 6.5 98.8
Extremely Severe 4 1.2 1.2 100.0
Total 341 100.0 100.0
Frequency hypersensitivity
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 193 28.6 34.6 34.6
Rarely 132 195 23.7 58.2
Sometimes 126 18.6 22.6 80.8
Most of the time 56 8.3 10.0 90.9
Always 51 7.5 9.1 100.0
Total 558 825 100.0
Missing System 118 17.5
Total 676 100.0
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Impact hypersensitivity

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 94 25.9 25.9 25.9
Minimal 145 39.9 39.9 65.8
Moderate 93 25.6 25.6 91.5
Severe 23 6.3 6.3 97.8
Extremely Severe 8 2.2 2.2 100.0
Total 363 100.0 100.0
Frequency open sores
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 300 44.4 53.9 53.9
Rarely 96 14.2 17.2 71.1
Sometimes 106 15.7 19.0 90.1
Most of the time 42 6.2 7.5 97.7
Always 13 1.9 2.3 100.0
Total 557 82.4 100.0
Missing System 119 17.6
Total 676 100.0
Impact open sores
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 22 8.6 8.6 8.6
Minimal 83 32.3 32.3 40.9
Moderate 84 32.7 32.7 735
Severe 46 17.9 17.9 91.4
Extremely Severe 22 8.6 8.6 100.0
Total 257 100.0 100.0
Frequency calcium deposits
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 242 35.8 43.4 43.4
Rarely 92 13.6 16.5 59.9
Sometimes 107 15.8 19.2 79.0
Most of the time 55 8.1 9.9 88.9
Always 62 9.2 11.1 100.0
Total 558 82.5 100.0
Missing System 118 17.5
Total 676 100.0
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Impact calcium deposits

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 76 24.2 242 24.2
Minimal 97 30.9 30.9 55.1
Moderate 85 27.1 27.1 82.2
Severe 46 14.6 14.6 96.8
Extremely Severe 10 3.2 3.2 100.0
Total 314 100.0 100.0
Frequency skin pain
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 147 21.7 26.3 26.3
Rarely 102 15.1 18.3 44.6
Sometimes 132 19.5 23.7 68.3
Most of the time 124 18.3 222 90.5
Always 53 7.8 9.5 100.0
Total 558 825 100.0
Missing System 118 17.5
Total 676 100.0
Impact skin pain
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 56 13.7 13.7 13.7
Minimal 133 324 324 46.1
Moderate 139 33.9 33.9 80.0
Severe 57 13.9 13.9 93.9
Extremely Severe 25 6.1 6.1 100.0
Total 410 100.0 100.0
Frequency joint pain
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 46 6.8 8.3 8.3
Rarely 64 9.5 11.5 19.7
Sometimes 152 225 27.3 47.0
Most of the time 185 27.4 33.2 80.3
Always 110 16.3 19.7 100.0
Total 557 82.4 100.0
Missing System 119 17.6
Total 676 100.0
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Impact joint pain

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 27 5.3 5.3 5.3
Minimal 119 234 234 28.7
Moderate 224 44.1 44.1 72.8
Severe 103 20.3 20.3 93.1
Extremely Severe 35 6.9 6.9 100.0
Total 508 100.0 100.0
Frequency swollen joints
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 101 14.9 18.1 18.1
Rarely 112 16.6 20.1 38.2
Sometimes 171 25.3 30.7 68.9
Most of the time 122 18.0 21.9 90.8
Always 51 7.5 9.2 100.0
Total 557 82.4 100.0
Missing System 119 17.6
Total 676 100.0
Impact swollen joints
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 36 7.9 7.9 7.9
Minimal 141 311 311 39.1
Moderate 187 41.3 41.3 80.4
Severe 66 14.6 14.6 94.9
Extremely Severe 23 5.1 5.1 100.0
Total 453 100.0 100.0
Frequency muscle pain
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 54 8.0 9.7 9.7
Rarely 104 15.4 18.7 28.4
Sometimes 171 253 30.8 59.2
Most of the time 164 24.3 29.5 88.7
Always 63 9.3 11.3 100.0
Total 556 82.2 100.0
Missing System 120 17.8
Total 676 100.0
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Impact muscle pain

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 37 7.4 7.4 7.4
Minimal 152 304 304 37.8
Moderate 206 41.2 41.2 79.0
Severe 75 15.0 15.0 94.0
Extremely Severe 30 6.0 6.0 100.0
Total 500 100.0 100.0
Frequency tender joints
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 82 12.1 14.7 14.7
Rarely 84 12.4 15.1 29.8
Sometimes 178 26.3 32.0 61.8
Most of the time 144 21.3 25.9 87.6
Always 69 10.2 12.4 100.0
Total 557 82.4 100.0
Missing System 119 17.6
Total 676 100.0
Impact tender joints
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 28 5.9 5.9 5.9
Minimal 152 32.2 32.2 38.1
Moderate 209 44.3 44.3 82.4
Severe 61 12.9 12.9 95.3
Extremely Severe 22 4.7 4.7 100.0
Total 472 100.0 100.0
Frequency difficulty making fist
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 105 15.5 18.9 18.9
Rarely 88 13.0 15.8 34.6
Sometimes 107 15.8 19.2 53.9
Most of the time 89 13.2 16.0 69.8
Always 168 24.9 30.2 100.0
Total 557 82.4 100.0
Missing System 119 17.6
Total 676 100.0
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Impact difficulty making fist

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 47 10.4 10.4 10.4
Minimal 132 29.3 29.3 39.7
Moderate 147 32.6 32.6 72.3
Severe 82 18.2 18.2 90.5
Extremely Severe 43 9.5 9.5 100.0
Total 451 100.0 100.0
Frequency difficulty opening hand
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 206 30.5 36.9 36.9
Rarely 91 13.5 16.3 53.2
Sometimes 88 13.0 15.8 69.0
Most of the time 50 7.4 9.0 78.0
Always 123 18.2 22.0 100.0
Total 558 825 100.0
Missing System 118 17.5
Total 676 100.0
Impact difficulty opening hand
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 40 11.4 11.4 11.4
Minimal 111 31.6 31.6 43.0
Moderate 112 31.9 31.9 74.9
Severe 56 16.0 16.0 90.9
Extremely Severe 32 9.1 9.1 100.0
Total 351 100.0 100.0
Frequency difficulty holding objects
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 84 12.4 15.1 15.1
Rarely 105 15.5 18.9 34.0
Sometimes 187 27.7 33.6 67.6
Most of the time 112 16.6 20.1 87.8
Always 68 10.1 12.2 100.0
Total 556 82.2 100.0
Missing System 120 17.8
Total 676 100.0
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Impact difficulty holding objects

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 26 5.5 5.5 5.5
Minimal 161 34.3 34.3 39.8
Moderate 183 38.9 38.9 78.7
Severe 65 13.8 13.8 92.6
Extremely Severe 35 7.4 7.4 100.0
Total 470 100.0 100.0
Frequency stiffness of hands
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 40 5.9 7.2 7.2
Rarely 7 11.4 13.8 21.0
Sometimes 142 21.0 255 46.6
Most of the time 152 22.5 27.3 73.9
Always 145 21.4 26.1 100.0
Total 556 82.2 100.0
Missing System 120 17.8
Total 676 100.0
Impact stiffness of hands
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 42 8.2 8.2 8.2
Minimal 149 29.0 29.0 37.2
Moderate 207 40.3 40.3 77.4
Severe 79 15.4 15.4 92.8
Extremely Severe 37 7.2 7.2 100.0
Total 514 100.0 100.0
Frequency difficulty faucet
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 206 30.5 37.1 37.1
Rarely 114 16.9 20.5 57.7
Sometimes 149 22.0 26.8 84.5
Most of the time 67 9.9 121 96.6
Always 19 2.8 3.4 100.0
Total 555 82.1 100.0
Missing System 121 17.9
Total 676 100.0
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Impact difficulty faucet

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 39 11.2 11.2 11.2
Minimal 156 44.8 44.8 56.0
Moderate 115 33.0 33.0 89.1
Severe 28 8.0 8.0 97.1
Extremely Severe 10 2.9 2.9 100.0
Total 348 100.0 100.0
Frequency difficulty washing
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 300 44.4 54.1 54.1
Rarely 86 12.7 15.5 69.5
Sometimes 96 14.2 17.3 86.8
Most of the time 45 6.7 8.1 95.0
Always 28 4.1 5.0 100.0
Total 555 82.1 100.0
Missing System 121 17.9
Total 676 100.0
Impact difficulty washing
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 17 6.7 6.7 6.7
Minimal 103 40.6 40.6 47.2
Moderate 93 36.6 36.6 83.9
Severe 25 9.8 9.8 93.7
Extremely Severe 16 6.3 6.3 100.0
Total 254 100.0 100.0
Frequency difficulty dressing
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 234 34.6 422 42.2
Rarely 105 15.5 19.0 61.2
Sometimes 126 18.6 22.7 83.9
Most of the time 61 9.0 11.0 94.9
Always 28 4.1 5.1 100.0
Total 554 82.0 100.0
Missing System 122 18.0
Total 676 100.0

SSC & CSRG - Patient Survey

Page 44 of 78



Canadian Scleroderma Patient Survey of Health Concerns and Research Priorities — Final Report

Impact difficulty dressing

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 43 135 135 135
Minimal 121 38.1 38.1 51.6
Moderate 114 35.8 35.8 87.4
Severe 25 7.9 7.9 95.3
Extremely Severe 15 4.7 4.7 100.0
Total 318 100.0 100.0
Frequency difficulty walking
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 156 23.1 28.2 28.2
Rarely 103 15.2 18.6 46.8
Sometimes 158 23.4 28.5 75.3
Most of the time 80 11.8 14.4 89.7
Always 57 8.4 10.3 100.0
Total 554 82.0 100.0
Missing System 122 18.0
Total 676 100.0
Impact difficulty walking
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 18 4.5 4.5 45
Minimal 125 31.5 31.5 36.0
Moderate 164 41.3 41.3 77.3
Severe 62 15.6 15.6 92.9
Extremely Severe 28 7.1 7.1 100.0
Total 397 100.0 100.0
Frequency difficulty climbing stairs
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 139 20.6 25.1 25.1
Rarely 76 11.2 13.7 38.8
Sometimes 162 24.0 29.2 68.1
Most of the time 94 13.9 17.0 85.0
Always 83 12.3 15.0 100.0
Total 554 82.0 100.0
Missing System 122 18.0
Total 676 100.0
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Impact difficulty climbing stairs

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 23 5.6 5.6 5.6
Minimal 139 33.7 33.7 39.2
Moderate 155 375 375 76.8
Severe 61 14.8 14.8 91.5
Extremely Severe 35 8.5 8.5 100.0
Total 413 100.0 100.0
Frequency difficulty infout car
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 179 26.5 324 324
Rarely 99 14.6 17.9 50.3
Sometimes 132 19.5 23.9 74.1
Most of the time 92 13.6 16.6 90.8
Always 51 7.5 9.2 100.0
Total 553 81.8 100.0
Missing System 123 18.2
Total 676 100.0
Impact difficulty infout car
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 37 9.9 9.9 9.9
Minimal 147 39.3 39.3 49.2
Moderate 141 37.7 37.7 86.9
Severe 35 9.4 9.4 96.3
Extremely Severe 14 3.7 3.7 100.0
Total 374 100.0 100.0
Frequency dry eyes
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 129 19.1 23.3 233
Rarely 104 15.4 18.8 42.1
Sometimes 132 19.5 23.9 66.0
Most of the time 115 17.0 20.8 86.8
Always 73 10.8 13.2 100.0
Total 553 81.8 100.0
Missing System 123 18.2
Total 676 100.0
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Impact dry eyes

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 91 216 216 21.6
Minimal 156 371 371 58.7
Moderate 134 31.8 31.8 90.5
Severe 26 6.2 6.2 96.7
Extremely Severe 14 3.3 3.3 100.0
Total 421 100.0 100.0
Frequency burning eyes
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 199 29.4 35.9 35.9
Rarely 124 18.3 22.4 58.3
Sometimes 160 23.7 28.9 87.2
Most of the time 57 8.4 10.3 97.5
Always 14 2.1 2.5 100.0
Total 554 82.0 100.0
Missing System 122 18.0
Total 676 100.0
Impact burning eyes
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 74 21.0 21.0 21.0
Minimal 150 42.5 42.5 63.5
Moderate 103 29.2 29.2 92.6
Severe 18 51 51 97.7
Extremely Severe 8 2.3 2.3 100.0
Total 353 100.0 100.0
Frequency gritty eyes
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 216 32.0 39.1 39.1
Rarely 124 18.3 22.4 61.5
Sometimes 144 21.3 26.0 87.5
Most of the time 56 8.3 10.1 97.6
Always 13 1.9 2.4 100.0
Total 553 81.8 100.0
Missing System 123 18.2
Total 676 100.0
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Impact gritty eyes

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 90 26.9 26.9 26.9
Minimal 133 39.7 39.7 66.6
Moderate 85 25.4 25.4 91.9
Severe 21 6.3 6.3 98.2
Extremely Severe 6 18 1.8 100.0
Total 335 100.0 100.0
Frequency dry mouth
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 101 14.9 18.2 18.2
Rarely 96 14.2 17.3 35.6
Sometimes 155 22.9 28.0 63.5
Most of the time 129 19.1 233 86.8
Always 73 10.8 13.2 100.0
Total 554 82.0 100.0
Missing System 122 18.0
Total 676 100.0
Impact dry mouth
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 127 28.2 28.2 28.2
Minimal 154 341 34.1 62.3
Moderate 120 26.6 26.6 88.9
Severe 35 7.8 7.8 96.7
Extremely Severe 15 3.3 3.3 100.0
Total 451 100.0 100.0
Frequency difficulty chewing
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 260 385 47.3 47.3
Rarely 83 12.3 15.1 62.4
Sometimes 135 20.0 245 86.9
Most of the time 47 7.0 8.5 95.5
Always 25 3.7 4.5 100.0
Total 550 81.4 100.0
Missing System 126 18.6
Total 676 100.0
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Impact difficulty chewing

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 38 131 131 13.1
Minimal 121 41.7 41.7 54.8
Moderate 100 345 345 89.3
Severe 26 9.0 9.0 98.3
Extremely Severe 5 1.7 1.7 100.0
Total 290 100.0 100.0
Frequency difficulty swallowing
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 149 22.0 27.0 27.0
Rarely 94 13.9 17.1 44.1
Sometimes 203 30.0 36.8 80.9
Most of the time 78 115 14.2 95.1
Always 27 4.0 4.9 100.0
Total 551 815 100.0
Missing System 125 185
Total 676 100.0
Impact difficulty swallowing
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 67 16.8 16.8 16.8
Minimal 146 36.5 36.5 53.3
Moderate 143 35.8 35.8 89.0
Severe 34 8.5 8.5 97.5
Extremely Severe 10 25 25 100.0
Total 400 100.0 100.0
Frequency painful swallowing
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 286 42.3 52.0 52.0
Rarely 109 16.1 19.8 718
Sometimes 122 18.0 22.2 94.0
Most of the time 28 4.1 5.1 99.1
Always 5 7 9 100.0
Total 550 81.4 100.0
Missing System 126 18.6
Total 676 100.0
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Impact painful swallowing

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 48 18.3 18.3 18.3
Minimal 110 41.8 41.8 60.1
Moderate 82 31.2 31.2 91.3
Severe 17 6.5 6.5 97.7
Extremely Severe 6 2.3 2.3 100.0
Total 263 100.0 100.0
Frequency choking
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 216 32.0 39.3 39.3
Rarely 119 17.6 21.7 61.0
Sometimes 160 23.7 29.1 90.2
Most of the time 42 6.2 7.7 97.8
Always 12 1.8 2.2 100.0
Total 549 81.2 100.0
Missing System 127 18.8
Total 676 100.0
Impact choking
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 67 20.2 20.2 20.2
Minimal 147 44.3 44.3 64.5
Moderate 88 26.5 26.5 91.0
Severe 22 6.6 6.6 97.6
Extremely Severe 8 2.4 2.4 100.0
Total 332 100.0 100.0
Frequency bad taste in mouth
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 187 27.7 34.1 34.1
Rarely 122 18.0 223 56.4
Sometimes 138 20.4 25.2 81.6
Most of the time 69 10.2 12.6 94.2
Always 32 4.7 5.8 100.0
Total 548 81.1 100.0
Missing System 128 18.9
Total 676 100.0
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Impact bad taste in mouth

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 139 38.6 38.6 38.6
Minimal 132 36.7 36.7 75.3
Moderate 63 175 175 92.8
Severe 19 5.3 5.3 98.1
Extremely Severe 7 19 1.9 100.0
Total 360 100.0 100.0
Frequency heartburn
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 83 12.3 15.1 15.1
Rarely 109 16.1 19.9 35.0
Sometimes 170 251 31.0 66.1
Most of the time 126 18.6 23.0 89.1
Always 60 8.9 10.9 100.0
Total 548 811 100.0
Missing System 128 18.9
Total 676 100.0
Impact heartburn
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 88 19.0 19.0 19.0
Minimal 146 315 315 50.5
Moderate 146 315 315 82.1
Severe 62 13.4 13.4 95.5
Extremely Severe 21 4.5 4.5 100.0
Total 463 100.0 100.0
Frequency dental caries
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 241 35.7 441 44.1
Rarely 119 17.6 21.8 65.9
Sometimes 118 17.5 21.6 875
Most of the time 47 7.0 8.6 96.2
Always 21 3.1 3.8 100.0
Total 546 80.8 100.0
Missing System 130 19.2
Total 676 100.0
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Impact dental caries

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 109 36.1 36.1 36.1
Minimal 90 29.8 29.8 65.9
Moderate 64 21.2 21.2 87.1
Severe 34 11.3 11.3 98.3
Extremely Severe 5 1.7 1.7 100.0
Total 302 100.0 100.0
Frequency shortness of breath
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 97 14.3 17.7 17.7
Rarely 103 15.2 18.8 36.5
Sometimes 174 25.7 31.8 68.2
Most of the time 126 18.6 23.0 91.2
Always 48 7.1 8.8 100.0
Total 548 811 100.0
Missing System 128 18.9
Total 676 100.0
Impact shortness of breath
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 56 12.5 12.5 12.5
Minimal 128 28.6 28.6 41.2
Moderate 169 37.8 37.8 79.0
Severe 70 15.7 15.7 94.6
Extremely Severe 24 5.4 5.4 100.0
Total 447 100.0 100.0
Frequency persistant coughing
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 184 27.2 33.6 33.6
Rarely 148 21.9 27.0 60.6
Sometimes 139 20.6 254 85.9
Most of the time 58 8.6 10.6 96.5
Always 19 2.8 3.5 100.0
Total 548 81.1 100.0
Missing System 128 18.9
Total 676 100.0
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Impact persistant coughing

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 97 26.6 26.6 26.6
Minimal 134 36.8 36.8 63.5
Moderate 93 255 255 89.0
Severe 31 8.5 8.5 97.5
Extremely Severe 9 25 25 100.0
Total 364 100.0 100.0
Frequency chest pain
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 241 35.7 43.8 43.8
Rarely 120 17.8 21.8 65.6
Sometimes 155 22.9 28.2 93.8
Most of the time 32 4.7 5.8 99.6
Always 2 .3 A4 100.0
Total 550 81.4 100.0
Missing System 126 18.6
Total 676 100.0
Impact chest pain
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 59 19.8 19.8 19.8
Minimal 123 41.3 41.3 61.1
Moderate 88 29.5 29.5 90.6
Severe 26 8.7 8.7 99.3
Extremely Severe 2 7 7 100.0
Total 298 100.0 100.0
Frequency kidney failure
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 507 75.0 93.0 93.0
Rarely 20 3.0 3.7 96.7
Sometimes 7 1.0 1.3 98.0
Most of the time 3 A4 .6 98.5
Always 8 1.2 15 100.0
Total 545 80.6 100.0
Missing System 131 19.4
Total 676 100.0
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Impact kidney failure

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 7 18.4 18.4 18.4
Minimal 10 26.3 26.3 447
Moderate 14 36.8 36.8 81.6
Severe 3 7.9 7.9 89.5
Extremely Severe 4 105 105 100.0
Total 38 100.0 100.0
Frequency rapid heart rate
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 236 34.9 43.1 43.1
Rarely 127 18.8 23.2 66.4
Sometimes 138 20.4 25.2 91.6
Most of the time 36 5.3 6.6 98.2
Always 10 15 1.8 100.0
Total 547 80.9 100.0
Missing System 129 19.1
Total 676 100.0
Impact rapid heart rate
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 82 26.5 26.5 26.5
Minimal 127 41.0 41.0 67.4
Moderate 73 235 235 91.0
Severe 21 6.8 6.8 97.7
Extremely Severe 7 2.3 2.3 100.0
Total 310 100.0 100.0
Frequency irregular heart rate
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 291 43.0 53.3 53.3
Rarely 117 17.3 21.4 74.7
Sometimes 100 14.8 18.3 93.0
Most of the time 34 5.0 6.2 99.3
Always 4 .6 7 100.0
Total 546 80.8 100.0
Missing System 130 19.2
Total 676 100.0
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Impact irregular heart rate

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 57 22.6 22.6 22.6
Minimal 119 47.2 47.2 69.8
Moderate 54 21.4 21.4 91.3
Severe 17 6.7 6.7 98.0
Extremely Severe 5 2.0 2.0 100.0
Total 252 100.0 100.0
Frequency fainting
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 351 51.9 63.9 63.9
Rarely 106 15.7 19.3 83.2
Sometimes 80 11.8 14.6 97.8
Most of the time 12 1.8 2.2 100.0
Total 549 81.2 100.0
Missing System 127 18.8
Total 676 100.0
Impact fainting
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 40 20.2 20.2 20.2
Minimal 78 394 394 59.6
Moderate 56 28.3 28.3 87.9
Severe 20 10.1 10.1 98.0
Extremely Severe 4 2.0 2.0 100.0
Total 198 100.0 100.0
Frequency liver inflammation
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 497 73.5 91.0 91.0
Rarely 27 4.0 49 96.0
Sometimes 13 1.9 2.4 98.4
Most of the time 4 .6 7 99.1
Always 5 7 9 100.0
Total 546 80.8 100.0
Missing System 130 19.2
Total 676 100.0
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Impact liver inflammation

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 9 18.4 18.4 18.4
Minimal 21 42.9 42.9 61.2
Moderate 12 245 245 85.7
Severe 3 6.1 6.1 91.8
Extremely Severe 4 8.2 8.2 100.0
Total 49 100.0 100.0
Frequency carpal tunnel
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 380 56.2 69.6 69.6
Rarely 46 6.8 8.4 78.0
Sometimes 67 9.9 12.3 90.3
Most of the time 26 3.8 4.8 95.1
Always 27 4.0 4.9 100.0
Total 546 80.8 100.0
Missing System 130 19.2
Total 676 100.0
Impact carpal tunnel
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 8 4.9 49 4.9
Minimal 59 36.2 36.2 411
Moderate 62 38.0 38.0 79.1
Severe 28 17.2 17.2 96.3
Extremely Severe 6 3.7 3.7 100.0
Total 163 100.0 100.0
Frequency finger ulcers
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 297 43.9 54.1 54.1
Rarely 62 9.2 11.3 65.4
Sometimes 80 11.8 14.6 80.0
Most of the time 57 8.4 10.4 90.3
Always 53 7.8 9.7 100.0
Total 549 81.2 100.0
Missing System 127 18.8
Total 676 100.0
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Impact finger ulcers

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 17 6.8 6.8 6.8
Minimal 59 235 235 30.3
Moderate 79 315 315 61.8
Severe 62 24.7 24.7 86.5
Extremely Severe 34 135 135 100.0
Total 251 100.0 100.0
Frequency mouth ulcers
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 337 49.9 61.4 61.4
Rarely 113 16.7 20.6 82.0
Sometimes 76 11.2 13.8 95.8
Most of the time 21 31 3.8 99.6
Always 2 .3 4 100.0
Total 549 81.2 100.0
Missing System 127 18.8
Total 676 100.0
Impact mouth ulcers
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 66 311 311 311
Minimal 90 42.5 42.5 73.6
Moderate 49 23.1 23.1 96.7
Severe 6 2.8 2.8 99.5
Extremely Severe 1 5 5 100.0
Total 212 100.0 100.0
Frequency nose ulcers
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 450 66.6 82.4 82.4
Rarely 45 6.7 8.2 90.7
Sometimes 40 5.9 7.3 98.0
Most of the time 9 13 1.6 99.6
Always 2 3 4 100.0
Total 546 80.8 100.0
Missing System 130 19.2
Total 676 100.0
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Impact nose ulcers

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 23 24.0 24.0 24.0
Minimal 51 53.1 53.1 77.1
Moderate 17 17.7 17.7 94.8
Severe 3 3.1 3.1 97.9
Extremely Severe 2 21 21 100.0
Total 96 100.0 100.0
Frequency migraines
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 296 43.8 54.0 54.0
Rarely 107 15.8 19.5 735
Sometimes 107 15.8 19.5 93.1
Most of the time 31 4.6 5.7 98.7
Always 7 1.0 13 100.0
Total 548 811 100.0
Missing System 128 18.9
Total 676 100.0
Impact migraines
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 25 9.9 9.9 9.9
Minimal 92 36.5 36.5 46.4
Moderate 81 32.1 32.1 78.6
Severe 40 15.9 15.9 94.4
Extremely Severe 14 5.6 5.6 100.0
Total 252 100.0 100.0
Frequency diarrhea
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 115 17.0 210 210
Rarely 156 231 28.5 49.5
Sometimes 178 26.3 325 81.9
Most of the time 76 11.2 13.9 95.8
Always 23 3.4 4.2 100.0
Total 548 81.1 100.0
Missing System 128 18.9
Total 676 100.0
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Impact diarrhea

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 85 19.7 19.7 19.7
Minimal 146 33.9 33.9 53.6
Moderate 128 29.7 29.7 83.3
Severe 55 12.8 12.8 96.1
Extremely Severe 17 3.9 3.9 100.0
Total 431 100.0 100.0
Frequency constipation
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 123 18.2 224 224
Rarely 157 23.2 28.6 511
Sometimes 168 24.9 30.7 81.8
Most of the time 75 111 13.7 95.4
Always 25 3.7 4.6 100.0
Total 548 811 100.0
Missing System 128 18.9
Total 676 100.0
Impact constipation
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 117 27.7 27.7 27.7
Minimal 167 39.5 39.5 67.1
Moderate 99 23.4 23.4 90.5
Severe 30 7.1 7.1 97.6
Extremely Severe 10 2.4 2.4 100.0
Total 423 100.0 100.0
Frequency stool incontinence
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 321 475 59.1 590.1
Rarely 73 10.8 13.4 72.6
Sometimes 101 14.9 18.6 91.2
Most of the time 36 5.3 6.6 97.8
Always 12 1.8 2.2 100.0
Total 543 80.3 100.0
Missing System 133 19.7
Total 676 100.0
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Impact stool incontinence

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 21 9.5 9.5 9.5
Minimal 76 344 34.4 43.9
Moderate 85 38.5 38.5 82.4
Severe 23 10.4 10.4 92.8
Extremely Severe 16 7.2 7.2 100.0
Total 221 100.0 100.0
Frequency nausea
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 184 27.2 33.6 33.6
Rarely 165 24.4 30.2 63.8
Sometimes 130 19.2 23.8 87.6
Most of the time 60 8.9 11.0 98.5
Always 8 1.2 15 100.0
Total 547 80.9 100.0
Missing System 129 19.1
Total 676 100.0
Impact nausea
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 78 215 215 215
Minimal 152 41.9 41.9 63.4
Moderate 92 25.3 25.3 88.7
Severe 34 9.4 9.4 98.1
Extremely Severe 7 1.9 1.9 100.0
Total 363 100.0 100.0
Frequency weight loss
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 357 52.8 65.1 65.1
Rarely 72 10.7 13.1 78.3
Sometimes 64 9.5 11.7 90.0
Most of the time 35 5.2 6.4 96.4
Always 20 3.0 3.6 100.0
Total 548 81.1 100.0
Missing System 128 18.9
Total 676 100.0
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Impact weight loss

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 63 333 333 333
Minimal 55 29.1 29.1 62.4
Moderate 43 22.8 22.8 85.2
Severe 18 9.5 9.5 94.7
Extremely Severe 10 5.3 5.3 100.0
Total 189 100.0 100.0
Frequency vaginal dryness
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 137 314 314 314
Rarely 58 13.3 13.3 44.7
Sometimes 85 195 195 64.2
Most of the time 95 21.8 21.8 86.0
Always 61 14.0 14.0 100.0
Total 436 100.0 100.0
Impact vaginal dryness
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 83 27.9 27.9 27.9
Minimal 78 26.3 26.3 54.2
Moderate 84 28.3 28.3 82.5
Severe 36 12.1 12.1 94.6
Extremely Severe 16 5.4 5.4 100.0
Total 297 100.0 100.0
Frequency erectile dysfunction
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 22 32.4 32.4 324
Rarely 3 4.4 4.4 36.8
Sometimes 12 17.6 17.6 54.4
Most of the time 18 26.5 26.5 80.9
Always 13 19.1 19.1 100.0
Total 68 100.0 100.0
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Impact erectile dysfunction

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 9 19.6 19.6 19.6
Minimal 7 15.2 15.2 34.8
Moderate 15 32.6 32.6 67.4
Severe 11 23.9 23.9 91.3
Extremely Severe 4 8.7 8.7 100.0
Total 46 100.0 100.0
Frequency gland swelling
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 380 56.2 69.6 69.6
Rarely 86 12.7 15.8 85.3
Sometimes 65 9.6 11.9 97.3
Most of the time 12 1.8 2.2 99.5
Always 3 4 5 100.0
Total 546 80.8 100.0
Missing System 130 19.2
Total 676 100.0
Impact gland swelling
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 62 37.3 37.3 37.3
Minimal 79 47.6 47.6 84.9
Moderate 23 13.9 13.9 98.8
Severe 1 .6 .6 99.4
Extremely Severe 1 .6 .6 100.0
Total 166 100.0 100.0
Frequency thyroid problems
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 433 64.1 79.4 79.4
Rarely 30 4.4 5.5 85.0
Sometimes 18 2.7 33 88.3
Most of the time 12 1.8 2.2 90.5
Always 52 7.7 9.5 100.0
Total 545 80.6 100.0
Missing System 131 19.4
Total 676 100.0
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Impact thyroid problems

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 38 33.9 33.9 33.9
Minimal 42 375 375 71.4
Moderate 25 22.3 223 93.8
Severe 3 2.7 2.7 96.4
Extremely Severe 4 3.6 3.6 100.0
Total 112 100.0 100.0
Frequency blood clots
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 513 75.9 93.8 93.8
Rarely 17 2.5 3.1 96.9
Sometimes 13 1.9 2.4 99.3
Most of the time 3 4 5 99.8
Always 1 1 2 100.0
Total 547 80.9 100.0
Missing System 129 19.1
Total 676 100.0
Impact blood clots
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 3 8.8 8.8 8.8
Minimal 13 38.2 38.2 47.1
Moderate 9 26.5 26.5 73.5
Severe 5 14.7 14.7 88.2
Extremely Severe 4 11.8 11.8 100.0
Total 34 100.0 100.0
Frequency fever
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 409 60.5 74.8 74.8
Rarely 71 105 13.0 87.8
Sometimes 53 7.8 9.7 97.4
Most of the time 14 21 2.6 100.0
Total 547 80.9 100.0
Missing System 129 19.1
Total 676 100.0
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Impact fever

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 26 19.3 19.3 19.3
Minimal 56 41.5 41.5 60.7
Moderate 32 23.7 23.7 84.4
Severe 17 12.6 12.6 97.0
Extremely Severe 4 3.0 3.0 100.0
Total 135 100.0 100.0
Frequency fatigue
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 18 2.7 3.3 33
Rarely 42 6.2 7.7 11.0
Sometimes 154 22.8 28.2 39.2
Most of the time 204 30.2 37.4 76.6
Always 128 18.9 23.4 100.0
Total 546 80.8 100.0
Missing System 130 19.2
Total 676 100.0
Impact fatigue
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 19 3.6 3.6 3.6
Minimal 112 213 21.3 24.9
Moderate 209 39.7 39.7 64.6
Severe 128 24.3 24.3 89.0
Extremely Severe 58 11.0 11.0 100.0
Total 526 100.0 100.0
Frequency difficulty sleeping
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 51 7.5 9.3 9.3
Rarely 86 12.7 15.8 251
Sometimes 170 251 311 56.2
Most of the time 159 235 29.1 85.3
Always 80 11.8 14.7 100.0
Total 546 80.8 100.0
Missing System 130 19.2
Total 676 100.0
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Impact difficulty sleeping

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 37 7.5 7.5 7.5
Minimal 135 27.3 27.3 34.8
Moderate 182 36.8 36.8 71.7
Severe 99 20.0 20.0 91.7
Extremely Severe 41 8.3 8.3 100.0
Total 494 100.0 100.0
Frequency difficulty concentrating
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 91 13.5 16.7 16.7
Rarely 118 17.5 21.7 38.3
Sometimes 209 30.9 38.3 76.7
Most of the time 102 15.1 18.7 95.4
Always 25 3.7 4.6 100.0
Total 545 80.6 100.0
Missing System 131 194
Total 676 100.0
Impact difficulty concentrating
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 48 10.6 10.6 10.6
Minimal 183 40.5 40.5 51.1
Moderate 150 33.2 33.2 84.3
Severe 57 12.6 12.6 96.9
Extremely Severe 14 3.1 3.1 100.0
Total 452 100.0 100.0
Frequency difficulty remembering
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 64 9.5 11.7 11.7
Rarely 142 21.0 26.1 37.8
Sometimes 231 34.2 42.4 80.2
Most of the time 85 12.6 15.6 95.8
Always 23 3.4 4.2 100.0
Total 545 80.6 100.0
Missing System 131 19.4
Total 676 100.0
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Impact difficulty remembering

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 86 18.0 18.0 18.0
Minimal 191 39.9 39.9 57.8
Moderate 149 31.1 31.1 88.9
Severe 41 8.6 8.6 97.5
Extremely Severe 12 25 25 100.0
Total 479 100.0 100.0
Frequency side effects
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 230 34.0 42.4 42.4
Rarely 123 18.2 22.7 65.0
Sometimes 122 18.0 22.5 875
Most of the time 52 7.7 9.6 97.1
Always 16 2.4 2.9 100.0
Total 543 80.3 100.0
Missing System 133 19.7
Total 676 100.0
Impact side effects
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 37 11.8 11.8 11.8
Minimal 126 40.3 40.3 52.1
Moderate 100 31.9 31.9 84.0
Severe 35 11.2 11.2 95.2
Extremely Severe 15 4.8 4.8 100.0
Total 313 100.0 100.0
Frequency raynauds
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 64 9.5 11.8 11.8
Rarely 37 5.5 6.8 18.6
Sometimes 124 18.3 22.8 41.4
Most of the time 163 24.1 30.0 71.3
Always 156 231 28.7 100.0
Total 544 80.5 100.0
Missing System 132 19.5
Total 676 100.0
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Impact raynauds

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 21 4.4 4.4 4.4
Minimal 110 231 231 275
Moderate 176 36.9 36.9 64.4
Severe 109 22.9 229 87.2
Extremely Severe 61 12.8 12.8 100.0
Total 477 100.0 100.0
Frequency food stuck
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 276 40.8 50.6 50.6
Rarely 102 15.1 18.7 69.4
Sometimes 126 18.6 23.1 925
Most of the time 32 4.7 5.9 98.3
Always 9 1.3 1.7 100.0
Total 545 80.6 100.0
Missing System 131 194
Total 676 100.0
Impact food stuck
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 48 17.8 17.8 17.8
Minimal 131 48.7 48.7 66.5
Moderate 71 26.4 26.4 92.9
Severe 18 6.7 6.7 99.6
Extremely Severe 1 A4 A4 100.0
Total 269 100.0 100.0
Frequency difficulty opening mouth
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 276 40.8 50.8 50.8
Rarely 96 14.2 17.7 68.5
Sometimes 102 151 18.8 87.3
Most of the time 38 5.6 7.0 94.3
Always 31 4.6 5.7 100.0
Total 543 80.3 100.0
Missing System 133 19.7
Total 676 100.0
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Impact difficulty opening mouth

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 62 23.2 23.2 23.2
Minimal 103 38.6 38.6 61.8
Moderate 78 29.2 29.2 91.0
Severe 18 6.7 6.7 97.8
Extremely Severe 6 2.2 2.2 100.0
Total 267 100.0 100.0
Frequency brushing teeth
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 378 55.9 69.7 69.7
Rarely 68 10.1 12.5 82.3
Sometimes 59 8.7 10.9 93.2
Most of the time 26 3.8 4.8 98.0
Always 11 1.6 2.0 100.0
Total 542 80.2 100.0
Missing System 134 19.8
Total 676 100.0
Impact brushing teeth
Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 31 19.0 19.0 19.0
Minimal 67 41.1 41.1 60.1
Moderate 49 30.1 30.1 90.2
Severe 12 7.4 7.4 97.5
Extremely Severe 4 25 25 100.0
Total 163 100.0 100.0
Frequency numbness
Cumulative
Frequency Percent Valid Percent Percent
Valid Never 150 22.2 27.6 27.6
Rarely 104 15.4 19.2 46.8
Sometimes 191 28.3 35.2 82.0
Most of the time 74 10.9 13.6 95.6
Always 24 3.6 4.4 100.0
Total 543 80.3 100.0
Missing System 133 19.7
Total 676 100.0
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Impact numbness

Cumulative
Frequency Percent Valid Percent Percent
Valid No Impact 72 18.5 185 18.5
Minimal 144 37.0 37.0 55.5
Moderate 130 334 334 88.9
Severe 26 6.7 6.7 95.6
Extremely Severe 17 4.4 4.4 100.0

Total 389 100.0 100.0

Section H - Employment

Table 16 describes the impact of Scleroderma on survey respondents’ employment in the last year. Nearly 1 in
every 2 survey respondents (47%) indicated that their Scleroderma affected their ability to work either "very
much” or "extremely" in the past year, 1 in every 4 survey respondents (25%) indicated that their Scleroderma
affected their ability to meet financial obligations either "very much” or "extremely". Approximately 1 in every 3
survey respondents (36%) indicated that their Scleroderma had not been understood by their workplace at all
and 42% indicated that their workplace did not accommodate them at all.

Table 16. Impact of Scleroderma on employment in the past year

To what degree has your Scleroderma... Frequency Percent
Affected your ability to work (N = 364)
Not at all 74 20.3
A little bit 71 19.5
Somewhat 48 13.2
Very much 56 154
Extremely 115 31.6
Affected your ability to meet financial obligations (N = 370)
Not at all 168 449
A little bit 54 14.6
Somewhat 57 154
Very much 46 124
Extremely 47 12.7
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Table 16. Cont’d - Impact of Scleroderma on employment in the past year

To what degree has your Scleroderma... Frequency Percent
Been accommodated by your workplace (N = 236)
Not at all 100 42.4
A little bit 29 12.3
Somewhat 42 17.8
Very much 33 140
Extremely 32 13.6

Been understood by your workplace in terms of your ability
to perform job-related tasks (N = 253)

Not at all 91 36.0
A little bit 44 17.4
Somewhat 36 14.2
Very much 46 18.2
Extremely 36 14.2

Section | - Sensations

According to Table 17, symptoms of depression over the last 2 weeks were quite common. More than one
quarter of respondents (26%) reported that they were bothered by having little interest or pleasure in doing
things “more than half of the days” or “nearly every day”. Similarly, 18% of respondents reported feeling down,
depressed or hopeless “more than half of the days” or “nearly every day”. One fifth of respondents (21%)
reported experiencing a sudden anxiety attack in the past 4 weeks, and for most of these respondents, the
attack was not their first (86%), the attack was sudden (71%), the attack was very bothersome to the respondent
(56%), and the attack was reported to occur while having symptoms (84%). Respectively, 18% and 21% of
respondents reported that they had been bothered by “feeling nervous, anxious or on edge” and “not being able
to stop or control worrying” over the last 2 weeks "more than half of the days” or “nearly every day”. More than
half of respondents (52%) admitted fear of embarrassment causing avoidance of activities and talking to people
at least “a little bit”. High fear of embarrassment (“very much” or “extremely”) was reported by 13% of these
respondents. Sixty two percent (62%) of respondents said that they avoided activities where they were the
center of attention at least “a little bit” in the past week. High avoidance (“very much” or “extremely”) was
reported in 24% of these respondents. The fear of “being embarrassed or looking stupid” was also common.
Avoidance of activities because of the fear of failure due to Scleroderma related problems was reported by 59%
of respondents.

Table 17. Sensations

Frequency  Percent

Over the last 2 weeks, how often have you been bothered by:
Little interest or pleasure in doing things in the past 2 weeks (N =539)

Not at all 250 46.4
Several days 151 28.0
More than half of the days 65 121
Nearly every day 73 135
Feeling down, depressed or hopeless in the past 2 weeks (N =491)
Not at all 254 51.7
Several days 149 30.3
More than half of the days 28 5.7
Nearly every day 60 12.2
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Table 17. Cont’d - Sensations

Frequency  Percent
In the last 4 weeks, have you had an anxiety attack suddenly (N=553)
Yes 111 20.5
IF YES »
Has this ever happened before (YES) 95 86.4
Do some of these attacks come suddenly (YES) 78 70.9
Do these attacks bother you a lot (YES) 62 56.4
During your last bad anxiety attack, did you have symptoms (YES) 92 83.6
Over the last 2 weeks, how often have you been bothered by:
Feeling nervous, anxious or on edge (N = 493)
Not at all 249 50.5
Several days 156 31.6
More than half of the days 47 9.5
Nearly every day 41 8.3
Not being able to stop or control worrying (N = 501)
Not at all 276 55.1
Several days 120 24.0
More than half of the days 49 9.8
Nearly every day 56 11.2
How much the following SSc-related problems have bothered you
during the past week:
Fear of embarrassment causes me to avoid doing things or
speaking to people (N =537)
Not at all 259 48.2
A little bit 141 26.3
Somewhat 67 125
Very much 34 6.3
Extremely 36 6.7
| avoid activities in which | am the centre of attention (N=534)
Not at all 200 375
A little bit 136 255
Somewhat 77 144
Very much 63 11.8
Extremely 58 10.9
Being embarrassed or looking stupid are among my worse
fears (N =534)
Not at all 218 40.8
A little bit 151 28.3
Somewhat 75 14.0
Very much 36 6.7
Extremely 54 10.1
| avoid activities because | feel | will fail due to Scleroderma
related problems (N=534)
Not at all 217 40.6
A little bit 134 25.1
Somewhat 82 154
Very much 49 9.2
Extremely 52 9.7
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Section J - Physical Appearance

According to Table 18, 77% of respondents were “somewhat” to “extremely” concerned about physical
appearance, 67% admitted that changes in appearance due to Scleroderma caused them at least mild
impairment in social, occupational or other important areas of functioning. More than one in every 3
respondents (36%) reported at least moderate impairment and 9% reported “severe” to “extreme”
impairment. Forty four percent (44%) of respondents reported avoiding things because of their
disfigurement due to Scleroderma.

Table 18. Physical Appearance

Frequency Percent

Are you concerned about the appearance of some part(s) of your
body, which you consider especially unattractive due to
Scleroderma (N = 535)

Not at all concerned 122 22.8
Somewhat concerned 169 31.6
Moderately concerned 121 22.6
Very concerned 63 11.8
Extremely concerned 60 11.2

Have changes in appearance due to Scleroderma caused you
impairment in social, occupational or other important areas of
functioning? How much? (N = 537)

No limitation, not impaired 175 32.6
Mild interference but overall performance unaffected 171 31.8
Moderate, definite interference but still manageable 144 26.8
Severe, causes substantial impairment 35 6.5
Extreme incapacitating 12 2.2

Do you ever avoid things because of your disfigurement due to
Scleroderma? How often? (N = 535)

Never 300 56.1
Occasionally 146 27.3
Moderately often 49 9.2
Often 27 5.0
Very often 13 2.4

Section K — Commentaries

The commentary highlights of the 293 respondents who provided an open-ended comment are presented in
Table 19. The comments were regrouped in 8 different categories, plus a “Miscellaneous” category. These
categories are described below. Keep in mind that many respondents made more than one comment. The
original commentaries are presented in Appendix H-J.
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Table 19. Patient Commentary Highlights

Two hundred ninety-three patient respondents provided open-ended comments. A summary follows.

A) Feelings of fear, uncertainty, loneliness, frustration and/or anger

Fear is a distressing emotion aroused by impending pain, danger, evil, or even uncertainty. Fear dominates the
list of feelings described by Scleroderma patients, particularly fear of the unknown — about the course of the
disease, about its effect on quality of life, about lifespan, about employment and finances, about the effect on
loved ones, and about loss of independence. The list is long. References are also made to feelings of frustration,
impatience, anxiety, stress, anger, depression, loneliness, and discouragement.

Sample comments: (62):'The fear of the unknown. | am doing so well and don’t know what lies ahead as the
disease is so unpredictable. | wonder will | be lucky and this is as bad as it gets, or will life get a whole lot worse?’
(126): ‘The uncertainty haunts one’s life. Will | die this year?’

B) Function impairment re: personal care, household chores, work, leisure activities, and sexual intimacy
Function impairment comments and examples encompass many aspects of life. Some are basic — eating, resting,
showering, dressing, walking, shopping, doing housework, and having sex. Others are enriching — travelling,
gardening, quilting, painting, various sports, including skiing and tobogganing. Function Impairment adversely
affects quality of life. In some cases, the effects are profound, as they affect independence, employment,
relationships, self-esteem, and/or the ability to start a family.

Sample comments: (23): ‘I quite often decide to stay at home where I'm warm rather than trying to figure out
what to wear and | find | choose not to go out if a function is in an air-conditioned building.” (53): ‘It affects my
everyday life and others cannot perceive the struggle.” (33): ‘I have had to give up a lot of things that | used to
really enjoy.” (233): ‘I have to stay home every four days so | can empty my bowel using correctal’. (289): ‘It's
hard to remember what it’s like to live, what is considered a normal life. This disease is, from experience, one of
the most cruelly debilitating diseases | have ever seen’.

C) Fatigue

Several patients describe their fatigue as ‘extreme’, and their worst problem. In such cases, quality of life is
severely impacted. Job loss can be a result. The general impression is that fatigue is chronic and debilitating for
many,

Sample comments: (7): ‘I look very healthy, but sometimes | feel like a shirker, because it is so difficult to do
some things, and | am so tired.” (106): ‘In 2001, | became fatigued, and general malaise left me unable to
continue teaching.’ (162): ‘ 1 am tired, and feel helpless.’

D) Lack of understanding by family, friends, doctors and strangers

The comments about lack of understanding of the disease and its effects are pointed, and poignhant. Several
state that those around them, which include family members, friends, government workers, and employers, as
well as doctors, nurses and even some specialists, consider them to be hypochondriacs, or fakers, or attention
seekers, which they find humiliating and degrading. As a result, some avoid social situations rather than seek
them out.

Sample comments: (34): ‘The hardest part is NOT LOOKING SICK. People just don’t believe you are as ill as you
say you are. | feel they think I'm just looking for attention. | therefore avoid a lot of functions and just stay home
and away from everyone.” (153): ‘One person told me that she didn’t visit this person who has Scleroderma
because the lady was losing fingers and toes, so she thought she had “flesh-eating” disease, and might catch it!’
(221): ‘It is an invisible illness ... | knew very little even though | am a registered nurse.’ (271): ‘Once diagnosed
with SSc, doctors like to point out that it is the root of any problem, instead of checking to see if something else
could be wrong.’
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Table 19. Cont’d - Patient Commentary Highlights

E) Self-image concerns

Because of self-image concerns, some patients comment that they won’t look in the mirror, are embarrassed,
and hide from the public. References to the face include scarring and skin tightening, red spots, bulging or
droopy eyes, contraction of the mouth, tooth loss and/or protuberance, sometimes accompanied by hair loss.
References to the hands include the Raynaud’s ‘turn blue’ phrase, curled or curved fingers, scarring, and ulcers.
Others patients refer to scarring and disfigurement of the neck, arms, underarms, chest waist/midriff, and/or
swollen ankles.

Sample comments: (82): ‘The facial contraction around my mouth makes me look old and drawn. | avoid the
mirror.” (117): ‘I need special makeup to cover scars and destroyed tissue.’ (124): ‘I'm very embarrassed by my
hands, arms and sometimes swollen ankles if | wear a skirt. It was easier when my husband was alive.’

F) Symptom references

Apart from fatigue, which is dealt with in Section C, references to pain are the most frequent — pain that affects
the entire body or primarily the joints, or a subset such as the groin. PAH references are frequent, as well.
Comments about the effects of Raynaud’s follow closely, including one to hypersensitivity to even minute
changes in temperature. References to ulcers and calcium deposits are just as frequent. Comments about itching
(pruritus) as well as skin dryness and scarring and gastrointestinal (Gl) bleeding follow. A significant cluster of
comments refer to esophageal problems, such as difficulty swallowing and acid reflux. A range of
digestive/gastrointestinal problems, such as acid indigestion and uncontrollable and painful intestinal gas, are
mentioned. Patients also comment on incontinence and diarrhea, gangrene, telangiectasia or red spots,
trigeminal or nerve problems, muscle atrophy, kidney problems, internal bleeding, muscle loss, constant cough,
cramping, warts, and susceptibility to viruses and adverse side effects from drugs.

Sample comments: (75): ‘A persistent irritation, because of the pain all over the body, and a sense of
inactiveness.’ (154):’Feeling cold from inside out. | call it “core” coldness. Nothing seems to alleviate it (not warm
clothing or hot drinks, etc.), except perhaps regular Tylenol’. (293): ‘The side effects of the drugs | had to take due
to Scleroderma have led to deterioration of my quality of life, more than was caused by Scleroderma itself’.

G) Health care system comments

A number of comments are positive. An antibiotic protocol is credited for a transition from total disability to a
return to work. A 10-year course of cortisone is credited with cessation of ‘upsurges’ of the disease. Undergoing
a sympathectomy and Nissan fundoplication helped one patient ‘greatly’. Medications to treat extreme
Raynaud’s, CREST symptoms, ulcers, and abnormally slow digestion are lauded. There are appreciative
comments about the work of social workers, in-home care workers, nurses, and some doctors. One states that
Revenue Canada provisions for allowing deductions for expenses ‘helped a lot’.

Concerns are many, and varied, however. Some comment on the need for a better, faster wedding of symptom
presentation to treatment. Others decry the lack of concise answers to questions as basic as ‘can morphea
change to systemic?” Some refer to the need for broader medical coverage for lotions, vitamin B-12,
mesatherapy (to reduce fat and cellulitis) and in-home support for doing household chores and even changing
dressings. Cooperation and coordination between and among GP’s and specialists are of concern. One patient
cites a severe conflict between her GP and a specialist, and the unwillingness of either to refer her to a
dermatologist for a skin condition or to a plastic surgeon to remedy a droopy eye that apparently developed
during a sympectomy for a gangrenous finger.
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Table 19. Cont’d - Patient Commentary Highlights

Sample comments: (143): ‘Hard to answer when more than one doctor, one | love, he’s smart, attentive, listens, etc
(GP). My rheumatologist doesn’t listen well, never remembers me, asks the same questions every time, etc. No one
can do anything for it, so it’s all kind a waste of time.’(196): ‘During the critical periods, the CLSC refused to help me
with household tasks. They even insisted | take care of my own bandages, even though incising was required.’ (161):
‘Specialist and rheumatologist didn’t recommend any alternative options. Went to a naturopath, had blood test.
Allergic to wheat, gluten and dairy. After 6 weeks of not eating these foods, acid reflux almost gone.” (137): ‘The
rheumatologist said Scleroderma was chronic, progressive, and no cure. | might as well have ended it right then and
there. No one said anything about getting better, or the hope of it. | then had a baby boy at 40 and a girl at 42.
Both conceived and birthed NATURALLY. No one told me that was a possibility. Both kids very healthy’. (260): ‘The
doctors have been great. The drugs they have me on make my illness like almost normal.’

H) Financial/employment concerns

Almost half the comments in this section are job-related. They range from being late for work because ‘hands
and feet don’t work, and pain’, or because of gastrointestinal problems, to being unable to work, even from
home, to satisfactory levels, consistently, to job loss. Jobs lost include nursing and teaching. One respondent
states that she would risk losing her LTD if she attempted to return to work. Several mention the psychological
as well as the financial impact of being unable to work.

One patient describes the financial aspects resulting from her condition as overwhelming and devastating.
Another observes that non-coverage of expensive physiotherapy has resulted in more pain, and more
limitations. Several others express concerns that helpful meds, and creams or lotions, and B-12 are not covered
by pharmacare or other insurers. One needs help with tax preparation, house insurance costs, and transport. In
spite of diagnosis in 1996 and a related WCB claim because of PVC plastic injection molding work as a causative
factor, another states that the claim has never been settled.

Sample comment: (190): ‘I have more and more difficulty at work and | wonder, if | looked for another job, would |
be able to learn other skills? | am also afraid of judgment on the part of my colleagues and my boss regarding my
illness. It is also very frustrating to feel tired at 36. It’s difficult for my young children to understand that their
mother can’t always play with them.’(242): ‘Problems obtaining medical coverage because of the pre-existing
condition barrier.” (280): ‘I sometimes can not pay for bactigras and silver bandages. Free hospital parking would
make things less difficult for people like me, who go one to two times a week.’

I) Miscellaneous comments

Several respondents express concerns about the effect of their condition and their dependency on their spouse,
their children, other loved ones, and their friends. Three refer to spirituality, not in the religious sense, but in the
sense of being in touch with their ‘inner space’, and being able to find succor in meditation. Questions are raised
about ‘familial relatedness’: are there close family members with the disease, or a related one? One raises the
question as to whether or not Scleroderma may have been the primary stressor preceding her diagnosis of
Takotsubo cardiomyopathy, a condition precipitated by acute emotional distress. References are made to
problems arising from clothing and footwear and appliances unsuitable for those whose hands are
compromised. Several recommend exercise, yoga, and/or rest.’

Sample comments: (73):’l often have felt that | have let someone down that | love — though this does push me to
attend or participate more often when it is often a struggle just to shower, dress, feel presentable, and the hardest
yet — to leave the house.” (55): ‘I am helped enormously by my husband of 52 years, who helps by cooking and
rubbing my feet and scratching itches | can’t reach, as well as applying medication to those parts.’ (141): ‘It is often
difficult to find comfortable clothing and footwear that allows me to be active without discomfort and does not
restrict me to fleece-lined sweat tops and pants and slippers. Seams on undergarments often irritate sensitive skin,
causing bleeding.’ (227): ‘The amount of pain | have everyday is unbearable.” (231): ‘| tend to avoid talking about it,
and have avoided tests and treatment.’
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HIGHLIGHTS AND CONCLUSIONS

Even though it is estimated that 16,000 Canadians suffer from Scleroderma, and many children, spouses,
siblings, other family members, friends, and co-workers are affected in one way or another by this potentially
disabling and too often deadly multisystem disorder of connective tissue, and after more than 5 years of
intensive multidisciplinary research work by the Canadian Scleroderma Research Group, the information about
the disease, its cause, its symptoms and its treatments is still minimal. Further research in all aspects of this
disease (i.e. medical, social, psychological, financial, and biological) is still needed to better help patients cope
with Scleroderma and its symptoms, and improve patients’ health and overall quality of life. Previous surveys
have indicated that researchers’ and clinicians’ research priorities are sometimes very different from patients’
and do not reflect what patients are really concerned about when it comes to their disease. This motivated the
CSRG to team-up with the Scleroderma Society of Canada to ask Scleroderma patients what their main concerns
and preoccupations were in order to revisit their research agenda for the coming years.

1. Report Highlights

Between September 2008 and September 2009, 676 respondents completed the survey in either English or
French. Most were Canadians, women, around 54 years old, white and married. The average length of time since
being diagnosed was 10 years. Two out of 3 had post secondary education. CREST, Limited Scleroderma, and
Diffuse Scleroderma were the most common diagnosis. The average time between the patient’s first visit to a
physician and diagnosis was 17 months. Eighty percent (80%) of patients saw 2 or more doctors before
obtaining a diagnosis. Seventeen percent (17%) of respondents saw 5 or more doctors to obtain a diagnosis.
Fifty-two percent (52%) were diagnosed by a rheumatologist and 18% were diagnosed by a family doctor/
general practitioner. More than half (56%) were currently being treated by a rheumatologist, 19% were being
treated by their family doctor/ general practitioner and 12% were not receiving treatment. Gastrointestinal
problems were commonly reported as “other health condition”.

Doctors recommended prescription drugs for 83% of respondents, exercise therapy for 34%, vitamins and/or
supplements for 33%, and bandages, ointments and creams for 27%. A lot less respondents used physiotherapy
and occupational therapy than recommended by physicians. A lot more respondents used vitamins /
supplements, and non-prescription medications than doctor recommended. Forty percent (40%) of respondents
have participated in support groups. Half (52%) did not have or did not know if they have access to support
group services. About half (48%) felt “down, depressed or hopeless” at least several days in last two weeks,
including 15% who felt “down, depressed or hopeless” more than half of the days. Three out of 4 respondents
(77%) had some degree of concern about their physical appearance due to Scleroderma related hand and/or
face involvement. One third of respondents reported being disabled, on sick leave or unemployed, and most of
them (84%) because of Scleroderma. One quarter of respondents were receiving disability benefits at the time
of the survey, 24% were employed full-time and 30% were retired. Half the working respondents said that
Scleroderma affected their ability to work. One quarter said that the disease affected their finances. Sixty four
percent (64%) had private health insurance and 46% of patients were not receiving some health care services
because of cost considerations. Individuals with Scleroderma may be less satisfied with their medical care than
individuals with other medical illnesses.

Out of a list of 69 symptoms, patients rated which symptoms were the most frequent and the most severe. The
top 5 symptoms most commonly reported were fatigue, Raynaud’s, stiff hands, joint pain and difficulty making a
fist. In terms of impact, the top 5 symptoms were fatigue, difficulty sleeping, joint pain, difficulty concentrating
and difficulty making a fist.
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2. Limitations

This project was not an easy one and many limitations were identified. A variety of strategies to reach patients
were needed and in the end, the number of patients who answered the survey either online or on paper was
somewhat lower than anticipated. It seems like the length of the survey discouraged many respondents and
consequently, missing data was an issue.

Having the survey accessible online 24/7 was an asset, but authenticity and quality of responses could be
questioned, considering that anybody could answer the survey, even those without the disease. Answers could
not be checked and some had to be discarded when in doubt.

Non-Canadian respondents had to be excluded from some analyses, mostly the assessment of health care
services.

The number of respondents in Ontario, BC and Quebec was disproportionate in comparison with the other
provinces, possibly due to the important role of the SSC provincial chapter in those 3 provinces and their success
at distributing the promotional material during their patient meetings.

3. Conclusions

This survey of people with Scleroderma was a successful first attempt to give a voice to people with Scleroderma
in order to better identify some of their concerns, allowing the Canadian Scleroderma Research Group, with the
help of the Scleroderma Society of Canada, to start revisiting their research priorities.

In September of 2009, individuals involved in this initiative met in Montreal, QC, to look at a preliminary version
of this report and the following are some of the groups’ proposed action items:

a) Healthcare concerns

e Research is needed on why specific healthcare services and interventions are under- or over-
utilized by patients compared to physician recommendations.

o The effectiveness of specific healthcare services and lifestyle interventions needs to be
evaluated.

o The recommendations of medical and lifestyle choices that may be of benefit to patients need
to be developed.

e Mechanisms need to be established and made available to patients in order to gather
information on healthcare services and on ways of paying for them.

b) Satisfaction with Medical Care

e We need to inquire whether individuals with Scleroderma are less satisfied with their medical

care than individuals with other chronic medical illnesses, and if so, why.
C) Symptoms

e People with Scleroderma might not all be aware of the possible symptoms that they could
develop. Dissemination of information to patients on what they may expect might benefit by
normalizing their experience as much as possible.

e Studies focusing on sleep issues in Scleroderma could help better understand why people with
Scleroderma often experience difficulties sleeping. It might also be interesting to compare
Scleroderma to other chronic diseases in this respect.

d) Emotional issues

e Emotional issues were not uncommon and fear may be an important problem — whether it is a
fear of dying or disability. Self-management programs could be used to help people better cope
with these fears.

The group plans to meet again to continue discussing these results and move forward with more in-depth
analysis of specific aspects of this survey.
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The Scleroderma Society of Canada
and the Canadian Scleroderma Research Group CSRG * GRCS

Patient Suivey

The Scleroderma Society of Canada and
the Canadian Scleroderma Research Group Patient Survey

Who can answer this survey?
If you have been diagnosed with Systemic Sclerosis, also known as Scleroderma, you may be interested to
participate in this survey. Your participation in this survey is voluntary.

What is the purpose of this survey?

This survey is the result of a concerted effort of the Scleroderma Society of Canada (SSC) and the Canadian
Scleroderma Research Group (CSRG). Its main purpose is to determine issues that are important for
individuals like you living with Scleroderma. It includes questions about symptoms that people with
scleroderma might experience, as well as psychological, social, employment, and financial issues. It also asks
about your ability to obtain appropriate healthcare. This is your opportunity to help focus our research into
areas that you have identified as important to you.

Will my answers be kept anonymous and confidential?

DO NOT WRITE YOUR NAME ON THIS SURVEY; it is anonymous. The answers you give will be
kept confidential. The demographic section of the questionnaire will be used only to describe the people
completing this survey; the information will not be used to find out your name.

Do I have to answer every question?

It is important to carefully read and answer every question to ensure that we get the best understanding of
your experience with scleroderma. Although some questions may be difficult to answer, please respond to
the best of your ability and base your answers on your own experiences.

What do | do with this survey when | am done answering all questions?
Once you have finished this survey, please return it by mail using the accompanying stamped envelope.

By completing this survey you are agreeing to the information being used by the Scleroderma Society of
Canada and Canadian Scleroderma Research Group to guide them in future research.

If you have any questions about this survey, you can call Marielle Bassel at 514-340-8222 ext. 3238

Tear off and keep this sheet.

Thank you very much for your help.



Thank you for your participation in the Scleroderma Society of Canada and the Canadian Scleroderma Research Group
Questionnaire. Please carefully read the instructions and fill in all of the sections below, making sure not to leave any
blanks. This is very important as the accuracy and completeness of the information you provide will help further our
understanding of scleroderma in a way that will be useful to set research priorities and advance advocacy.

Today’s date (MmM/dd/YYYY): ...

SECTION A. DEMOGRAPHICS

Please tell us about who you are and where you live

1. Gender
[] Female [] Male

2. AQE! o,

3. In which province or territory do you live?

[] BC [] SK [] AB

[] MB [] ON [] QC

[] NB ] NS ] PE

[] NFL [] YT [] NWT

[] NU

[] I am not Canadian 3a. » Please specify which country you lIVe iN: ...
4. What is your racial/ethnic background (chose as many as you want, if applicable)?

[] White

[] Aboriginal

[] Chinese

[] South Asian (e.g. East Indian, Pakistani, Sri Lankan, etc.)

[] Southeast Asian (e.g. Cambodian, Indonesian, Laotian, Vietnamese, etc.)

[] West Asian (e.g. Afghan, Iranian, etc.)

[] Black

[] Filipino

[] Latin American

[] Arab

[] Japanese

[] Korean

[] OLhEr (PIBASE SPECITY): ..vvuvireeivisiiiesiee s bbb
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5. What is your current marital status?

Oogood

Single (never married and never any common law spouse)
Married or living as married

Separated

Divorced

Widowed

Other (please SPECITY): ..vvvriierrsrisre e

6. What is your current family dwelling composition?

odgon

I live alone

I live with a spouse (or partner)

I live with a spouse (or partner) and children

I live with children, but no spouse (or partner)
I live with friend(s)

Other (please SPECITY): .....vvierre e,

7. What is the highest level of education you received?

Please check only one

Dogooogn

Less than seven years of school

Grades seven through nine

Grades ten through eleven

High school graduate

One to four years of CEGEP/college or University
CEGEP/college graduate

University graduate

Post-graduate education (you have a master, doctorate or post-doctorate degree)

8. What is your current employment status and occupation (you can choose more than one answer)?

0O 0O duoogogdgdg

I am working full-time
I am working part-time
I am a homemaker
I am retired
I am a student
I am disabled or on sick leave
IF YES > 8a. Is it because of scleroderma?
I am unemployed

IF YES > 8b. Is it because of scleroderma?

Other (please SPECITY): .....vvvrrienee e,

[ ]Yes [ ]No

[ ]Yes [ ]No
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SECTION B. DIAGNOSIS AND DISEASE
Please tell us about your medical status.

1. What kind of scleroderma have you been diagnosed with?

[] Limited scleroderma [] Sine scleroderma
[] Diffuse scleroderma [] Linear scleroderma
[] CREST [] Morphea

[] Oher (PIEASE SPECITY): .uvrieriirieiciesssis ettt b st n sttt en
2. Please mark any other medical conditions that you may have in addition to scleroderma:

[] None [] Ulcer or stomach disease

[] Osteoarthritis (such as hands, hips, knees, etc.) [] Kidney disease

[] Rheumatoid arthritis [] Liver disease

] Fibromyalgia ] Anemia or other blood disease

[] Lupus [] Cancer

[] Heart disease [] Depression

[] High blood pressure [] Back pain

[] Lung disease [] Esophageal dysfunction

[] Diabetes [] Hearing problems

[] OLhEr (PIEASE SPECITY): w..vvveiviuiiiieiicsie et
3. Who diagnosed your scleroderma?

Please check only one

[] Rheumatologist [] Nephrologist (kidney specialist)

[] Family doctor, general practitioner [] Naturopath

[] Orthopaedic surgeon [] Chiropractor

[] Dermatologist (skin specialist) [] Physical or Occupational therapist

[] Hematologist (blood specialist) [] Massage therapist

[] Neurologist (nervous system specialist) [] Sports medicine physician

[] Cardiologist (heart specialist) [] Self-diagnose

[] OLhEr (PIEASE SPECITY): w..vvvecieerieciie st ettt s st

4. Which doctor is currently most responsible for treating your scleroderma?

Please check only one

[] Rheumatologist

[] Family doctor, general practitioner

[] I am not receiving treatment right now

[] OLhEr (PIEASE SPECITY): w..vvveeveerieciiesiscses sttt sttt
5. Do you have Raynaud’s?

[ ]Yes [ ]No

IF YES » 5a. How many YEARS ago did your very first Raynaud’s symptoms start? ...........cccccovvrennneen, years

SSC & CSRG - Patient Survey Page 4



6. How many YEARS ago did your first scleroderma symptom start (NOT related to Raynaud’s)? .............. years

Ba. What Was the SYMPLOM? ..o pens s
7. How many MONTHS passed from when you first went to see a health care professional about your
scleroderma symptoms to the time of diagnosis?..........c.cccoevvene. months

8. How many YEARS ago were you diagnosed with scleroderma by a doctor?................... years

9. Including the doctor who diagnosed you, how many different medical doctors did you see about your
scleroderma symptoms before receiving a diagnosis of scleroderma?

[] 1 [] 3 [] 5

[] 2 [] 4 [] More than 5

SECTION C. HEALTHCARE SERVICES UTILIZATION
Please tell us more about your use of healtheare services in Canada
1. Which treatments/therapies/tools did your physician or other health professional suggest that you use

currently?
Please check all that apply

None

Post-surgical homecare Osteopathy

Prescription medications Non-prescription medications
Exercise therapy Chiropractic therapy
Occupational therapy Physiotherapy

Massage therapy Medicinal marijuana
Acupuncture Naturopathy

Vitamins and/or supplements Assistive devices (e.g. splints, walkers,

kitchen tools)

Transportation (e.g. HadyDART, bus
passes)

House cleaning services

Personal care attendant services Meal preparation aid services

O O duboggdgon

Bandages, ointments, and creams Hyperbaric oxygen therapy

od O gooddodgd

ONEr (PIEASE SPECITY): .vvreerieriiieieisterer ettt
2. Which treatments/therapies/tools do you actually use currently?

Please check all that apply
[] None
[] Post-surgical homecare [] Osteopathy

Question continues on the next page »
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Prescription medications Non-prescription medications
Exercise therapy Chiropractic therapy
Occupational therapy Physiotherapy

Massage therapy Medicinal marijuana
Acupuncture Naturopathy

Vitamins and/or supplements Assistive devices (e.g. splints, walkers,

kitchen tools)

Transportation (e.g. HadyDART, bus
passes)

House cleaning services

Personal care attendant services Meal preparation aid services

OO0 O guoogodg

Bandages, ointments, and creams Hyperbaric oxygen therapy

Ood O gogdon

OLNEr (PIEASE SPECITY): ...ereieiieieerete ettt ettt

3. Have you ever been hospitalized for your scleroderma or any of its symptoms?

[ ]No

[]Yes > 3a. Please specify the type of problem(s) (e.g. kidney, heart, skin)
4. Are adequate mental health services available to you?

[]Yes [ ]No []1don’t know

5. Have you used mental health services because of emotional problems related to living with
scleroderma?
[[]Yes
[_]No > 5a. Why not?
[]1 don’t need mental health services
[]1 do not have adequate access (€.g. no insurance)

(] Other reason (PlEaSE SPECITY): w...uriirrirrirriinrsiine st

6. Are scleroderma support groups available to you?
[ ]Yes [ INo [ ]1don’t know

7 Have you participated in scleroderma support groups?
[ ]Yes
[_]No » 7a. Why not?

[ ] I’'m not interested

[] None are easily available

] Other reason (PlEASE SPECITY): w..vuuriurrirrrirriisriissssessisss s

SSC & CSRG - Patient Survey Page 6



SECTION D. HEALTHCARE SERVICES REIMBURSEMENT

Please tell us more about the reimbursement (if any) you receive for healthcare services related to your scleroderma

1. Do you currently have private insurance?
[ ] No > Please go to question 2

[ ] Yes » Which costs in the list of treatments below are reimbursed by your private insurance?

Please indicate to what exctent you receive coverage:

Entirely Partially Not at all I don’t know
a. Post-surgical homecare............ccoo..n.. [] [] [] []
b. Prescription medications............c..c...... []

c. Non-prescription medications

(e.g. over the counter medications) ....[ ] [] [] []
d. Exercise therapy

(e.9. gym pass COVErage) ..........coowrvmrenne. [] [] [] []
e. Chiropractic therapy........cccoocvvvvnrrennne, [] [] [] ]
f.  Occupational therapy...........cco.ccecvverenne. [] [] [] []
g.  Physiotherapy.......ccoocoeeoverencrisnrionnnnn. [] [] [] []
h.  Massage therapy.........cccooevveevenivsiiennns [] [] [] ]
i.  Naturopathy (e.g. charges for visits)...[ ] [] [] []
jo OSteoPathy .....ocoovveereeereereseeerenrienes [] [] [] []
k. Medical marijuana..........ccccocverrrrvrennns [] [] [] ]
[ ACUPUNCLUIE ......ooeveerierensieeiesriesins [] [] [] []
m. Vitamines et/ou suppléments............... [] [] [] []
n. Assistive devices(e.g. splints,

walkers, kitchen tools) ...........ccco.covvvvnes [] [] [] []
0. Transportation (e.g. HandyDART,

taxi’s, DUS PASSES) ......cvververerverrrrerinriinies [] [] [] []
p. House cleaning Services............co...ooe.... [] [] [] []
g. Personal care attendant..............c........... [] [] [] []
r.  Meal preparation aide services.............. [] [] [] []
s. Bandages, ointments, and creams ......[ | [] [] []
t.  Hyperbaric oxygen therapy................. [] [] [] []
U © 1317 U [] [] [] []

» U.1. Please specify the other treatment(S): .......covvvrrrririnirinssssrenr e sse s
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2. Do you currently have government insurance?

[ ] No > Please go to question 3

[ ] Yes > Which costs in the list of treatments below are reimbursed by your government insurance?

Please indicate to what exctent you receive coverage:

Entirely Partially Not at all I don’t know
a. Post-surgical homecare...............c..c....... [] [] [] []
b. Prescription medications.............c......... []

c.  Non-prescription medications

(e.g. over the counter medications) ....[ ] [] [] []
d. Exercise therapy

(.9. gym pPass COVErage) ..........couwrvrnnrns [] [] [] []
e. Chiropractic therapy.........cccoooeevvrrrnnne. [] [] [] []
f.  Occupational therapy...........cco.oevvreveene. [] [] [] []
g.  Physiotherapy.......ccooeeivervncrinsinnennn. [] [] [] L]
h.  Massage therapy.........ccccooevveerenrveernnnns [] [] [] []
i, OSteOPAthY ......oooevveerierierreeeseries [] [] [] []
j. Medical marijuana..........co.coeevvverrnrinnns [] [] [] ]
K. ACUPUNCLUIE ......vovvvererrrrenrieesesriesinnes [] [] [] []
I Naturopathy (e.g. charges for visits)...[ ] [] [] []
m. Vitamines et/ou suppléments .............. L] [] [] []
n. Assistive devices(e.g. splints,

walkers, kitchen tools) ..., [] [] [] []
0. Transportation (e.g. HandyDART,

taxi’s, DUS PASSES) ....vvvevvvrrrirriiieeiiininns [] [] [] []
p. House cleaning Services...........cccooeon. [] [] [] []
. Personal care attendant..............cc.......... [] [] [] ]
r.  Meal preparation aide services.............. [] [] [] []
s. Bandages, ointments, and creams ......[ ] [] [] []
t.  Hyperbaric oxygen therapy................. [] [] [] []
T © 13T U [] [] [] []

» U.1 Please specify the Other trealMeNt: ...t
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3. Are you currently receiving disability benefits?

[]No > Please go to question 4

[]Yes > Please indicate if you are currently receiving disability benefits through:

Yes No
a. Private iNSUrer?.........coocoevvveveenevenronne. [] []
b. The Government?..........c.ccocevvvennenn. [] []

4. Please indicate which of the following statements are true about your experience in receiving disability
benefits related to scleroderma:

Please check all that apply

I have never needed disability benefits

I am no longer receiving benefits because | am 65 or older

I have received/am receiving short term disability benefits from the government
I have received/am receiving short term disability benefits from a private insurer
I have received/am receiving long term disability benefits from the government

I have received/am receiving long term disability benefits from a private insurer

I was denied short term benefits from the government in the past 5 years

I was denied short term disability from a private insurer in the past 5 years

I was denied long term disability benefits from the government in the past 5 years

I was denied long term disability benefits from a private insurer in the past 5 years

ODodoodgoodd

Other (PleaSse SPECITY) ...

SECTION E. HEALTHCARE SERVICES REIMBURSEMENT NEEDS
Please tell us more about what services yon wonld like reimbursed?
1. What healthcare services do you currently need but are NOT receiving due to cost?

Please check all that apply

[] None [] Osteopathy

[] Post-surgical homecare [] Healthcare services insurance
[] Prescription medications [] Non-prescription medications
[] Exercise therapy [] Chiropractic therapy

[] Occupational therapy [] Physiotherapy

] Massage therapy ] Medicinal marijuana

[] Acupuncture [] Naturopathy

[] []

Vitamins and/or supplements Assistive devices (e.g. splints, walkers, kitchen tools)

Question continues on the next page »
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House cleaning services []

Personal care attendant services []

Bandages, ointments, and creams

ood o

SECTION F. MEDICAL CARE

Transportation (e.g. HadyDART, bus
passes)

Meal preparation aid services
Hyperbaric oxygen therapy

OLNEr (PIEASE SPECITY): ...ttt b bbb s s

The following list contains some things people say about medical care for scleroderma. Please read each
one carefully, keeping in mind the medical care you are receiving now. (If you have not received care

recently think about what you would expect if you needed care today). We are interested in your feelings,
good and bad, about the medical care you have received. Please circle one number on each line.

How strongly do you agree or disagree with each of the following statements?

Strongly Agree Uncertain  Disagree  Strongly
Agree Disagree

1. Doctors are good about explaining the

reason for medical tests .........c.ooevnrnne 1 2 3 4 5
2. | think my doctor’s office has

everything needed to provide complete

CATE oottt 1 2 3 4 5
3. The medical care I have been receiving

is just about perfect.........covvevvcivricnnnn, 1 2 3 4 5
4. Sometimes doctors make me wonder if

their diagnosis iS COrrect .........cccovvnrenee 1 2 3 4 5
5. | feel confident that | can get the

medical care | need without being set

back financially .........ccccovevvvivieinieninennn, 1 2 3 4 5
6. When I go for medical care, they are

careful to check everything when

treating and examining me .........c..cc...... 1 2 3 4 5
7. | have to pay for more of my medical

care than | can afford..........c..cccccovvvenneee. 1 2 3 4 5
8. I have easy access to the medical

specialists | need.........ccccovevveveverererrennens 1 2 3 4 5
9. Where I get medical care, people have

to wait too long for emergency

treatment ..., 1 2 3 4 5
10. Doctors act too businesslike and

impersonal toward me .........c..ccoocovvernan. 1 2 3 4 5
11.My doctors treat me in a very friendly

and courteous Manner ............ccveeenen. 1 2 3 4 5
SSC & CSRG - Patient Survey Page 10



Strongly Agree Uncertain  Disagree  Strongly
Agree Disagree
12.Those who provide my medical care
sometimes hurry too much when
they treat Me ..o 1 2 3 4 5
13.Doctors sometimes ignore what | tell
thEM o 1 2 3 4 5
14.1 have some doubts about the ability
of the doctors who treat me................... 1 2 3 4 5
15. Doctors usually spend plenty of time
WItN ME.eeiicc s 1 2 3 4 5
16.1 find it hard to get an appointment
for medical care right away..................... 1 2 3 4 5
17.1 am dissatisfied with some things
about the medical care | receive............ 1 2 3 4 5
18.1 am able to get medical care whenever
I LT<T0 L PO 1 2 3 4 5
19. Doctors prescribe creams and
ointments that don't work...................... 1 2 3 4 5

SECTION G. SYMPTOMS

Please read each of the following symptoms carefully and indicate how frequently you have experienced them in the

past year. Also, please specify the degree of impact these symptoms have had on your ability to carry out everyday

activities. When considering impact, please note that it can extend to social, occupational and functional activities.

1. How frequently have you experienced HARDENING/TIGHTENING OF SKIN in the past year?

[] Never = go to question 2
L] Rarely = ) .
la. Please specify the degree of impact that

[] Sometimes HARDENING/TIGHTENING OF SKIN has had on your ability to
] Most of the time carry out everyday activities in the past year.
] Always [ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

SSC & CSRG - Patient Survey
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2. How frequently have you experienced ITCHY SKIN in the past year?

Never = go to question 3

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 2a Please specify the degree of impact that ITCHY SKIN has
had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

3. How frequently have you experienced CHANGES IN SKIN COLOUR in the past year?

Never - go to question 4

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 3a. Please specify the degree of impact that CHANGES IN
SKIN COLOUR has had on your ability to carry out everyday activities
in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

4. How frequently have you experienced DILATED BLOOD VESSELS ON YOUR HANDS in the past

5> 4a. Please specify the degree of impact that DILATED BLOOD
VESSELS ON YOUR HANDS has had on your ability to carry out
everyday activities in the past year.

year?
[] Never = go to question 5
L] Rarely
[] Sometimes
[] Most of the time
[] Always

[ ] No Impact

[ ] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

SSC & CSRG - Patient Survey
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5. How frequently have you experienced DILATED BLOOD VESSELS ON YOUR FACE in the past

5> 5a Please specify the degree of impact that DILATED BLOOD
VESSELS ON YOUR FACE has had on your ability to carry out
everyday activities in the past year.

year?
[] Never - go to question 6
[] Rarely
[] Sometimes
[] Most of the time
[] Always

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

6. How frequently have you experienced SKIN RASHES in the past year?

Never = go to question 7

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 6a. Please specify the degree of impact that SKIN
RASHES have had on your ability to carry out everyday activities
in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

7. How frequently have you experienced HYPERSENSITIVITY TO THE SUN in the past year?

Never = go to question 8

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 7a Please specify the degree of impact that
HYPERSENSITIVITY TO THE SUN has had on your ability to carry
out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

SSC & CSRG - Patient Survey
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8. How frequently have you experienced SKIN INFECTIONS DUE TO OPEN SORES
in the past year?

Never - go to question 9

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 8a. Please specify the degree of impact that SKIN
INFECTIONS DUE TO OPEN SORES have had on your ability to
carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

9. How frequently have you experienced CALCIUM DEPOSITS IN THE SKIN in the past year?

Never = go to question 10

oo

Rarely
Sometimes

Most of the time
Always

5> 9a. Please specify the degree of impact that CALCIUM
DEPOSITS IN THE SKIN have had on your ability to carry out
everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

10. How frequently have you experienced PAIN IN THE SKIN in the past year?

Never = go to question 11

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 10a. Please specify the degree of impact that PAIN IN THE
SKIN has had on your ability to carry out everyday activities in the past
ear.

(] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

SSC & CSRG - Patient Survey
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11. How frequently have you experienced PAIN IN THE JOINTS in the past year?

Rarely
Sometimes
Most of the time

Oodgd

Always

Never = go to question 12

5> 1la. Please specify the degree of impact that PAIN IN THE
JOINTS has had on your ability to carry out everyday activities in the
past year.

[ ] No Impact
[] Minimal

[ ] Moderate
[] Severe

[ ] Extremely Severe

12. How frequently have you experienced SWOLLEN JOINTS in the past year?

Rarely
Sometimes
Most of the time

Oodgd

Always

Never = go to question 13

5> 12a. Please specify the degree of impact that SWOLLEN
JOINTS have had on your ability to carry out everyday activities in the
past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

13. How frequently have you experienced MUSCLE PAIN in the past year?

Rarely
Sometimes
Most of the time

Ooggd

Always

Never = go to question 14

5> 13a. Please specify the degree of impact that MUSCLE PAIN
has had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

SSC & CSRG - Patient Survey

Page 15



14. How frequently have you experienced TENDER JOINTS in the past year?

Never = go to question 15

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 14a. Please specify the degree of impact that TENDER JOINTS
have had on your ability to carry out everyday activities in the past year.

[] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

15. How frequently have you experienced DIFFICULTY MAKING A FIST in the past year?

Never - go to question 16

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 15a. Please specify the degree of impact that DIFFICULTY
MAKING A FIST has had on your ability to carry out everyday
activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

16. How frequently have you experienced DIFFICULTY FULLY OPENING YOUR HAND in the past

5> 16a. Please specify the degree of impact that DIFFICULTY
FULLY OPENING YOUR HAND has had on your ability to carry out
everyday activities in the past year.

year?
[] Never = go to question 17
L] Rarely
[] Sometimes
[] Most of the time
[] Always

[ ] No Impact

[ ] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

SSC & CSRG - Patient Survey
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17. How frequently have you experienced DIFFICULTY HOLDING OBJECTS in the past year?

Never = go to question 18

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 17a. Please specify the degree of impact that DIFFICULTY
HOLDING OBJECTS has had on your ability to carry out everyday
activities in the past year.

[ ] No Impact
[] Minimal

[ ] Moderate
[] Severe

[ ] Extremely Severe

18. How frequently have you experienced STIFFNESS IN YOUR HANDS in the past year?

Never = go to question 19

Do

Rarely
Sometimes

Most of the time
Always

19.

5> 18a. Please specify the degree of impact that STIFFNESS IN
YOUR HANDS has had on your ability to carry out everyday activities
in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

How frequently have you experienced DIFFICULTY TURNING ON A FAUCET in the past year?

Never = go to question 20

oo

Rarely
Sometimes

Most of the time
Always

5> 10a. Please specify the degree of impact that DIFFICULTY
TURNING ON A FAUCET has had on your ability to carry out
everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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20. How frequently have you experienced DIFFICULTY WASHING YOURSELF in the past year?

Never - go to question 21

Oodgd

Rarely
Sometimes

Most of the time
Always

21. How frequently have you experienced DIFFICULTY DRESSING in the past year?

5> 20a. Please specify the degree of impact that DIFFICULTY
WASHING YOURSELF has had on your ability to carry out everyday

activities in the past year.

[ ] No Impact
[] Minimal
[ ] Moderate
[ ] Severe

[ ] Extremely Severe

Never = go to question 22

oo

Rarely
Sometimes

Most of the time
Always

22. How frequently have you experienced DIFFICULTY WALKING in the past year?

5> 2la. Please specify the degree of impact that DIFFICULTY
DRESSING has had on your ability to carry out everyday activities in

the past year.

[ ] No Impact

[] Minimal
[ ] Moderate
[ ] Severe

[ ] Extremely Severe

Never - go to question 23

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 22a. Please specify the degree of impact that DIFFICULTY
WALKING has had on your ability to carry out everyday activities in

the past year.

[ ] No Impact

[] Minimal
[ ] Moderate
[] Severe

[ ] Extremely Severe

SSC & CSRG - Patient Survey
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23. How frequently have you experienced DIFFICULTY CLIMBING STAIRS in the past year?

Never = go to question 24

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 23a. Please specify the degree of impact that DIFFICULTY
CLIMBING STAIRS has had on your ability to carry out everyday
activities in the past year.

[ ] No Impact
[] Minimal

[ ] Moderate

[] Severe
[ ] Extremely Severe

24. How frequently have you experienced DIFFICULTY GETTING IN/OUT OF A CAR in the past

5> 24a. Please specify the degree of impact that DIFFICULTY
GETTING IN/OUT OF A CAR has had on your ability to carry out
everyday activities in the past year.

year?
[] Never = go to question 25
[] Rarely
[] Sometimes
[] Most of the time
[] Always

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

25. How frequently have you experienced DRY EYES in the past year?

Never = go to question 26

oo

Rarely
Sometimes

Most of the time
Always

5> 25a Please specify the degree of impact that DRY EYES has
had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe
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26. How frequently have you experienced A BURNING SENSATION IN YOUR EYES in the past year?

Never = go to question 27

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 26a. Please specify the degree of impact that A BURNING
SENSATION IN YOUR EYES has had on your ability to carry out
everyday activities in the past year.

[ ] No Impact
[] Minimal

[ ] Moderate
[] Severe
[ ] Extremely Severe

How frequently have you experienced A GRITTY SENSATION IN YOUR EYES in the past year?

5> 27a. Please specify the degree of impact that A GRITTY
SENSATION IN YOUR EYES has had on your ability to carry out
everyday activities in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

217.
[] Never = go to question 28
[] Rarely
[] Sometimes
[] Most of the time
[] Always
28.

How frequently have you experienced DRY MOUTH in the past year?

Never - go to question 29

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 28a. Please specify the degree of impact that DRY MOUTH has

had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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29. How frequently have you experienced DIFFICULTY CHEWING in the past year?

Never = go to question 30

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 29a. Please specify the degree of impact that DIFFICULTY
CHEWING has had on your ability to carry out everyday activities in

the past year.
[ ] No Impact
[] Minimal

[ ] Moderate
[] Severe

[ ] Extremely Severe

30. How frequently have you experienced DIFFICULTY SWALLOWING in the past year?

Never = go to question 31

Do

Rarely
Sometimes

Most of the time
Always

5> 30a. Please specify the degree of impact that DIFFICULTY
SWALLOWING has had on your ability to carry out everyday activities
in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

31. How frequently have you experienced PAINFUL SWALLOWING in the past year?

Never - go to question 32

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 3la. Please specify the degree of impact that PAINFUL
SWALLOWING has had on your ability to carry out everyday activities
in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe
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32. How frequently have you experienced CHOKING WHILE EATING DRY FOODS in the past year?

Never = go to question 33

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 32a. Please specify the degree of impact that CHOKING
WHILE EATING DRY FOODS has had on your ability to carry out
everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

33. How frequently have you experienced A BAD TASTE IN YOUR MOUTH AT NIGHT in the past

5> 33a. Please specify the degree of impact that A BAD TASTE IN
YOUR MOUTH AT NIGHT has had on your ability to carry out
everyday activities in the past year.

year?
[] Never = go to question 34
[] Rarely
[] Sometimes
[] Most of the time
[] Always

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

34. How frequently have you experienced HEARTBURN in the past year?

Never = go to question 35

oo

Rarely
Sometimes

Most of the time
Always

5> 34a. Please specify the degree of impact that HEARTBURN
has had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe
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35. How frequently have you experienced DENTAL CARIES OR DECAY in the past year?

Never = go to question 36

Ooggd

Rarely
Sometimes

Most of the time
Always

How frequently have you experienced SHORTNESS OF BREATH in the past year?

5> 35a. Please specify the degree of impact that DENTAL CARIES
OR DECAY have had on your ability to carry out everyday activities in

the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

5> 36a. Please specify the degree of impact that SHORTNESS OF

BREATH has had on your ability to carry out everyday activities in the

past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

36.
[] Never = go to question 37
[] Rarely
[] Sometimes
[] Most of the time
[] Always
37.

How frequently have you experienced PERSISTANT COUGHING in the past year?

Never = go to question 38

oo

Rarely
Sometimes

Most of the time
Always

5> 37a. Please specify the degree of impact that PERSISTANT
COUGHING has had on your ability to carry out everyday activities in

the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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38. How frequently have you experienced CHEST PAIN in the past year?

Never = go to question 39

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 38a. Please specify the degree of impact that CHEST PAIN has
had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

How frequently have you experienced KIDNEY FAILURE in the past year?

5> 39a. Please specify the degree of impact that KIDNEY
FAILURE has had on your ability to carry out everyday activities in the

past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

39.
[] Never = go to question 40
[] Rarely
[] Sometimes
[] Most of the time
[] Always
40.

How frequently have you experienced RAPID HEART RATE in the past year?

Never - go to question 41

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 40a. Please specify the degree of impact that RAPID HEART
RATE has had on your ability to carry out everyday activities in the

past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe
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41. How frequently have you experienced IRREGULAR HEART RATE in the past year?

Never = go to question 42

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 4la. Please specify the degree of impact that IRREGULAR
HEART RATE has had on your ability to carry out everyday activities
in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

42. How frequently have you experienced FAINTING OR NEAR FAINTING in the past year?

Never - go to question 43

ooy

Rarely
Sometimes

Most of the time
Always

5> 42a. Please specify the degree of impact that FAINTING OR
NEAR FAINTING has had on your ability to carry out everyday
activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

43. How frequently have you experienced INFLAMMATION OF THE LIVER in the past year?

Never = go to question 44

oo

Rarely
Sometimes

Most of the time
Always

5> 43a. Please specify the degree of impact that
INFLAMMATION OF THE LIVER has had on your ability to carry
out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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44, How frequently have you experienced CARPAL TUNNEL SYNDROME in the past year?

Rarely
Sometimes

Most of the time
Always

Ooggd

Never = go to question 45

5> 44a. Please specify the degree of impact that CARPAL
TUNNEL SYNDROME has had on your ability to carry out everyday
activities in the past year.

[ ] No Impact
[] Minimal

[ ] Moderate
[ ] Severe

[ ] Extremely Severe

45. How frequently have you experienced FINGER ULCERS in the past year?

Rarely
Sometimes
Most of the time

ooy

Always

Never - go to question 46

5> 45a. Please specify the degree of impact that FINGER ULCERS
have had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

46. How frequently have you experienced MOUTH ULCERS in the past year?

Rarely
Sometimes
Most of the time

Oodgd

Always

Never - go to question 47

5> 46a. Please specify the degree of impact that MOUTH ULCERS
have had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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47. How frequently have you experienced NOSE ULCERS in the past year?

Never = go to question 48

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 47a. Please specify the degree of impact that NOSE ULCERS
have had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

How frequently have you experienced MIGRAINE HEADACHES in the past year?

5> 48a. Please specify the degree of impact that MIGRAINE
HEADACHES have had on your ability to carry out everyday activities
in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

48.
[] Never = go to question 49
[] Rarely
[] Sometimes
[] Most of the time
[] Always
49,

How frequently have you experienced DIARRHEA in the past year?

Never - go to question 50

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 49a. Please specify the degree of impact that DIARRHEA has
had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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50. How frequently have you experienced CONSTIPATION in the past year?

Never = go to question 51

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 50a. Please specify the degree of impact that CONSTIPATION
has had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

51. How frequently have you experienced STOOL INCONTINENCE in the past year?

Never = go to question 52

Do

Rarely
Sometimes

Most of the time
Always

5> 5la. Please specify the degree of impact that STOOL
INCONTINENCE has had on your ability to carry out everyday
activities in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

52. How frequently have you experienced NAUSEA in the past year?

Never - go to question 53

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 52a. Please specify the degree of impact that NAUSEA has had
on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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53. How frequently have you experienced UNWANTED WEIGHT LOSS in the past year?

Never = go to question 54

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 53a. Please specify the degree of impact that UNWANTED
WEIGHT LOSS has had on your ability to carry out everyday activities
in the past year.

[ ] No Impact
[] Minimal

[ ] Moderate
[ ] Severe

[ ] Extremely Severe

54. For women only: How frequently have you experienced VAGINAL DRYNESS in the past year?

N/A

Never = go to question 55

O 0O4dQod

Rarely
Sometimes

Most of the time
Always

55.

5> 54a. Please specify the degree of impact that VAGINAL
DRYNESS has had on your ability to carry out everyday activities in

the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

For men only: How frequently have you experienced ERECTILE DYSFUNCTION in the past year?

N/A

Never = go to question 56

0044 od

Rarely
Sometimes

Most of the time
Always

5> 55a. Please specify the degree of impact that ERECTILE
DYSFUNCTION has had on your ability to carry out everyday
activities in the past year.

[] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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56. How frequently have you experienced GLAND SWELLING in the past year?

Rarely
Sometimes
Most of the time

Ooggd

Always

Never = go to question 57

5> 56a. Please specify the degree of impact that GLAND
SWELLING has had on your ability to carry out everyday activities in
the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

57. How frequently have you experienced THYROID PROBLEMS in the past year?

Rarely
Sometimes
Most of the time

Oodgd

Always

Never - go to question 58

5> 57a Please specify the degree of impact that THYROID
PROBLEMS have had on your ability to carry out everyday activities in
the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

58. How frequently have you experienced BLOOD CLOTS in the past year?

Rarely
Sometimes
Most of the time

Oodgd

Always

Never = go to question 59

5> 58a. Please specify the degree of impact that BLOOD CLOTS
have had on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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59. How frequently have you experienced RECURRENT FEVER in the past year?

Never = go to question 60

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 59a. Please specify the degree of impact that RECURRENT
FEVER has had on your ability to carry out everyday activities in the
past year.

[ ] No Impact
[] Minimal

[ ] Moderate

[ ] Severe
[ ] Extremely Severe

How frequently have you experienced FATIGUE in the past year?

5> 60a. Please specify the degree of impact that FATIGUE has had
on your ability to carry out everyday activities in the past year.

[ ] No Impact

[] Minimal

[] Moderate

[ ] Severe

[ ] Extremely Severe

60.
[] Never = go to question 61
[] Rarely
[] Sometimes
[] Most of the time
[] Always
61.

How frequently have you experienced DIFFICULTY SLEEPING in the past year?

Never - go to question 62

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 6la. Please specify the degree of impact that DIFFICULTY
SLEEPING has had on your ability to carry out everyday activities in

the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe
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62. How frequently have you experienced DIFFICULTY CONCENTRATING in the past year?

Never = go to question 63

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 62a. Please specify the degree of impact that DIFFICULTY
CONCENTRATING has had on your ability to carry out everyday
activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

63. How frequently have you experienced DIFFICULTY REMEMBERING THINGS in the past year?

Never - go to question 64

ooy

Rarely
Sometimes

Most of the time
Always

5> 63a. Please specify the degree of impact that DIFFICULTY
REMEMBERING THINGS has had on your ability to carry out
everyday activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

64. How frequently have you experienced MEDICATION SIDE EFFECTS in the past year?

Never = go to question 65

oo

Rarely
Sometimes

Most of the time
Always

5> 64. Please specify the degree of impact that MEDICATION
SIDE EFFECTS have had on your ability to carry out everyday
activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe
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65. How frequently have you experienced RAYNAUD’S symptoms in the past year?

Never = go to question 66

Ooggd

Rarely
Sometimes

Most of the time
Always

5> 65a. Please specify the degree of impact that RAYNAUD'S
symptoms have had on your ability to carry out everyday activities in
the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

66. How frequently have you experienced FOOD GETTING STUCK IN YOUR MOUTH in the past

5> 66a. Please specify the degree of impact that FOOD GETTING
STUCK IN YOUR MOUTH has had on your ability to carry out
everyday activities in the past year.

[ ] No Impact

year?
[] Never = go to question 67
[] Rarely
[] Sometimes
[] Most of the time
[] Always

[] Minimal

[ ] Moderate

[ ] Severe

[ ] Extremely Severe

67. How frequently have you experienced DIFFICULTY OPENING YOUR MOUTH in the past year?

Never - go to question 68

Oodgd

Rarely
Sometimes

Most of the time
Always

5> 67a. Please specify the degree of impact that DIFFICULTY
OPENING YOUR MOUTH has had on your ability to carry out
everyday activities in the past year.

(] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe
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68. How frequently have you experienced DIFFICULTY BRUSHING YOUR TEETH in the past year?

Rarely
Sometimes
Most of the time

Ooggd

Always

Never = go to question 69

5> 68a. Please specify the degree of impact that DIFFICULTY
BRUSHING YOUR TEETH has had on your ability to carry out
everyday activities in the past year.

[ ] No Impact
[] Minimal

[ ] Moderate
[ ] Severe

[ ] Extremely Severe

69. How frequently have you experienced NUMBNESS IN FEET OR LOWER LEGS in the past year?

Rarely
Sometimes
Most of the time

ooy

Always

SECTION H. EMPLOYMENT

Never - go to Section H

5> 69a. Please specify the degree of impact that NUMBNESS IN
FEET OR LOWER LEGS has had on your ability to carry out everyday
activities in the past year.

[ ] No Impact

[] Minimal

[ ] Moderate

[] Severe

[ ] Extremely Severe

The following questions pertain to concerns about employment_in the last year. Please read each question

carefully and check the answer that best describes your experience.

N/A Notatall Alittle Somewhat Very Extremely
bit much

To what degree has your scleroderma

1. Affected your ability to work
2. Affected your ability to meet

financial obligations........c...........

3. Been accommodated by your

WOTKPIACE ...

................................... ] ] ] [] [ ]
................................... ] ] [] [ ] [l

4. Been understood by your workplace
in terms of your ability to perform

job-related tasks.........ccocovureence.
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SECTION I. SENSATIONS
1. Over the last 2 weeks, how often have you been bothered by any of the following problems?

Not at all Several More than half Nearly
days of the days every day
a. Little interest or pleasure in doing things .............cc.c....... [] [] [] []
b. Feeling down, depressed or hopeless ........c...cccvvvverrnnnee, [] ] [] []

2. In the last 4 weeks, have you had an anxiety attack suddenly?

[ ] No > Please go to question # 3

[ ] Yes» Yes No
a. Has this ever happened DEfOre?..........cocuvvveveceineiseiessescee s [] []

b. Do some of these attacks come suddenly out of the blue- as in
situations where you don’t expect to be nervous or uncomfortable?.............. [] []

c. Do these attacks bother you a lot or are you worried about having
ANOTNET ATLACK? .......ovvvvecveese et [] []

d. During your last bad anxiety attack, did you have symptoms like
shortness of breath, sweating, your heart racing or pounding, dizziness
or faintness, tingling or numbness, or nausea or upset

SEOMACKH? ... [] []

3. Over the last 2 weeks, how often have you been bothered by the following problems?

Not at all Several More than half Nearly
days of the days every day
a. Feeling nervous, anxious, or on edge [] [] []
b. Not being able to stop or control worrying [] [] [] []

4. Please check how much the following scleroderma-related problems have bothered you during the past
week?

Not at all A little bit Somewhat Very much Extremely
a. Fear of embarrassment causes me to avoid

doing things or speaking to PEOPIE......c....coevvvrrrvecrirrrrnne. [] [] [] [] []
b. I avoid activities in which | am the

centre Of AtENLION .........ovvvereceeeeecee e [] [] [] [] []
c. Being embarrassed or looking stupid are

among MY WOISE TEAIS ........c..coevvervieerieecree e [] [] [] [] []
d. I avoid activities because | feel I will fail

due to scleroderma related problems ...........cco.coocveerrenneen. [] [] [] [] []
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SECTION J. PHYSICAL APPEARANCE

The following questions pertain to concerns about physical appearance. Please read each question carefully and
circle the answer that best describes your experience.

1. Are you concerned about the appearance of some part(s) of your body, which you consider especially
unattractive due to scleroderma?

1 2 3 4 5
Not at all Somewhat Moderately Very Extremely
concerned concerned concerned concerned concerned

2. Have changes in appearance due to scleroderma caused you impairment in social, occupational or other
important areas of functioning? How much?

Please indicate your choice by circling only one number.

1 2 3 4 5
No Mild, interference Moderate, definite Severe, causes Extreme,
limitation, but overall interference, but substantial incapacitating
not impaired performance unaffected still manageable impairment

3. Do you ever avoid things because of your disfigurement due to scleroderma? How often?

Please indicate your choice by circling only one number.
1 2 3 4 5

Never Occasionally ~ Moderately often  Often Very often

SECTION K. COMMENTARY
Please describe any important aspects of living with scleroderma that have not been addressed in this

questionnaire:
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Thank you very much for taking the time to complete this questionnaire.
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The Scleroderma Society of Canada
@ and the Canadian Scleroderma Research Group CSRG * GRCS

Patient Suivey

L’enquéte sur les patients de la Société canadienne de sclérodermie et du
Groupe de recherche canadien sur la sclérodermie

Qui peut remplir le questionnaire d’enquéte?
Si vous avez recu un diagnostic de sclérose systémique, aussi connue sous le nom de sclérodermie, vous
étes susceptible d'étre intéressé par cette enquéte. Votre participation est entierement volontaire.

Quiel est I'objectif de cette enquéte?

Cette enquéte est le fruit d’un effort concerté entre la Société canadienne de sclérodermie (SCS) €t le Groupe de
recherche canadien sur la sclérodermie (GRCS). Elle vise & déterminer quels sont les principaux enjeux pour les
personnes qui, comme vous, vivent avec la sclérodermie. Le questionnaire d’enquéte comporte des
questions sur differents symptdmes que peuvent éprouver les personnes atteintes de sclérodermie. 1l aborde
aussi des problemes d’ordre psychologique, social, financier ou professionnel auxquels elles sont confrontés,
ainsi que des problémes touchant I'accessibilité & des soins de santé adéquats. Vous avez I'occasion de
contribuer a orienter nos activités de recherche sur des secteurs que vous identifierez comme prioritaires.

Mes réponses resteront-elles strictement anonymes et confidentielles?

VEUILLEZ NE PAS ECRIRE VOTRE NOM SUR LE QUESTIONNAIRE D’ENQUETE;
I'enquéte est anonyme. Vos réponses seront tenues strictement confidentielles. La partie démographique
du questionnaire ne servira qu’a dresser le profil des répondants; ces renseignements ne seront pas utilisés
afin de découvrir votre nom.

Dois-je répondre a toutes les questions?

Il importe que vous preniez soin de lire et répondre a toutes les questions de fagon a ce que nous puissions
avoir la compréhension la plus exacte possible de votre expérience personnelle de la sclérodermie. Quoiqu’il
puisse s'avérer difficile de répondre a certaines questions, veuillez y répondre au meilleur de votre
connaissance en basant vos réponses sur votre propre expérience.

Que dois-je faire avec le questionnaire d’enquéte apres avoir répondu a toutes les questions?
Aprés avoir rempli le questionnaire, veuillez nous le retourner par la poste en utilisant I'enveloppe
préaffranchie et préadressée prévue a cette fin.

En remplissant ce questionnaire d’enquéte vous autorisez la Socité canadienne de sclérodermie €t le Groupe de
recherche canadien sur la sclérodermie a Utiliser vos renseignements dans le but d’orienter leurs recherches futures.

87 vous avez, des questions concernant cette enquéte, veuille communiguer avec Marielle Bassel par téléphone an (514) 340-
8222, poste : 3238.

Venillez, détacher et conserver ce feuillet.

Nous vous remercions beaucoup de votre collaboration.



Nous vous remercions de bien vouloir prendre le temps de remplir le questionnaire d’enquéte de la Société canadienne de
sclérodermie € AU Groupe de recherche canadien sur la sclérodermie. Veuillez répondre a toutes les questions de chacune des
sections apres avoir pris soin de lire attentivement les instructions qui s’y rapportent. L’exactitude des informations
détaillées que vous nous fournirez revét une importance capitale. En effet, en plus de nous permettre de mieux
comprendre la sclérodermie, ces renseignements contribueront a établir les priorités de la recherche sur cette maladie
et nous guideront dans I'élaboration d’une stratégie de promotion des intéréts des patients sclérodermiques.

Veuillez noter que dans le présent questionnaire, la forme masculine désigne aussi bien les hommes que les femmes et ne vise qu’a alléger le

texcte.
La date d’aujourd’hui (jj/mMmm/aaaa) : ........c.ccocoemmnnnnenenenrinenesseseneene.

SECTION A. DONNEES SOCIO-DEMOGRAPHIQUES

Veuillez vous décrire brievement et indiguer a quel endroit vous habitez,

1. Sexe : [] Féminin [] Masculin

3. Dans quelle province habitez-vous?

] CB L] SK ] AB

] MB ] ON ] QC

] NB ] NE ] IPE

] TN L] TY ] TNO

] NU

] Je ne suis pas Canadien > 3a. Veuillez préciser votre pays d’Origing : ...

4. A quel(s) groupe(s) ethnique(s) appartenez-vous? Cochez plus d’une case, s'il y a lieu.

Blanc [] Noir
[] Autochtone [] Philippin
[] Chinois [] Latino-Américain
] Asiatique du Sud (par ex. Indien oriental, ] Arabe
Pakistanais, Sri-Lankais, etc.)
[] Asiatique du Sud-Est (p. ex. Cambodgien, L Japonais
Indonésien, Laotien, Vietnamien, etc.) [ Coréen
[] Asiatique de I'Ouest (p. ex. Afghan, Iranien, etc.)
[] AULFE(S) (VEUITIEZ PIECISEL) & w.vvvieieieieiesee ettt b bbb bbbt
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5. Quel est votre état civil actuel?
Célibataire

Marié ou conjoint de fait
Séparé

Divorcé

Veuf

AULFE (VEUIIIEZ PIBLISE) & .ottt bbbttt

Oogood

6. Quelle est la composition actuelle de votre ménage (c.-a-d. I’ensemble des personnes qui vivent
habituellement a votre adresse)?

Je vis seul

Je vis avec un conjoint

Je vis avec un conjoint et un/(des) enfant(s)

Je vis avec un/(des) enfant(s), mais sans conjoint
Je vis avec un/(des) ami(s)

odgon

AULTE (VEUIIIEZ PIECISET) & oivviieieieistiesis et sttt R bbbt
7. Quel est le niveau de scolarité le plus élevé que vous ayez atteint?

Veuillez cocher qu’une senle case.

Moins de 7 ans de scolarité

Sept a neuf ans de scolarité

Dix & onze ans de scolarité

Diplémé de I'école secondaire

Un & quatre ans de CEGEP/collége ou université

Diplomé du CEGEP/collége

Diplémé universitaire

Dogouoggn

Etudes de deuxiéme ou troisiéme cycle, ou supérieures (maitrise, doctorat ou post-doctorat)

oo

. Quelle est votre occupation actuelle? Cochez plus d’une case, s’il y a lieu.
Je travaille a temps plein

Je travaille a temps partiel

Je suis un homme ou une femme au foyer

Je suis retraité

Je suis étudiant

Je suis handicapé ou en congé de maladie

SI OUI > 8a. Est-ce a cause de la sclérodermie? [ JOui [ ]Non
Je suis au chémage

SI OUI > 8h. Est-ce a cause de la sclérodermie? [ JOui [ | Non
AULTE(S) (VEUIIIEZ PIECISEL) & oovieeieieice ettt bbb bbb bbb bbbttt s

O 0O goodgg
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SECTION B. DIAGNOSTIC ET MALADIE

Veuillez décrire votre état de sante.

1. Pour quelle forme de sclérodermie avez-vous recu un diagnostic?

[] Forme limitée

[] Forme diffuse

[] Syndrome de CREST
[]

[]
[
[

Sclérodermie sine scleroderma
Sclérodermie en bandes ou linéaire

Sclérodermie en plagues ou morphée

2. En plus de la sclérodermie, de quelle(s) affection(s) étes-vous atteint?

Venillez; cocher toutes les cases qui s'appliguent a votre situation.
Aucune

Arthrose (p. ex. mains, hanches, genoux, etc.)
Arthrite rhumatoide

Fibromyalgie

Lupus

Maladie cardiaque (cardiopathie)

Hypertension artérielle

Maladie pulmonaire (pneumopathie)

Diabete

Dodooogood

ODogouoogon

Ulcere ou maladie de I'estomac

Maladie rénale (néphropathie)

Maladie du foie (hépatopathie)

Anémie ou maladie du sang (hématopathie)
Cancer

Dépression

Mal de dos

Trouble de I'cesophage

Trouble de l'audition

AULTE(S) (VEUIIIEZ PIECISET) : wovvvveeriecireiiesiesiesiet ettt

3. Qui fut le premier a poser votre diagnostic de sclérodermie?

Veuillez cocher qu’une seule case.
Rhumatologue

Médecin de famille, médecin généraliste (c.-a-d.
omnipraticien)
Chirurgien orthopédiste

Dermatologue (spécialiste de la peau)
Hématologue (spécialiste du sang)
Neurologue (spécialiste du systéme nerveux)

Cardiologue (spécialiste du cceur)

Dodouod oo

Dodouogd

Néphrologue (spécialiste des reins)
Naturopathe

Chiropraticien

Ergothérapeute ou kinésithérapeute
Massothérapeute

Médecin spécialisé en médecine sportive

Je me suis diagnostiqué moi-méme.

4. Actuellement, quel médecin est le plus impliqué dans le traitement de votre sclérodermie?

Veunillez cocher qu’une senle case.

Rhumatologue

Oodo

Je ne re¢ois aucun traitement actuellement.

Médecin de famille, médecin généraliste (c.-a-d. omnipraticien)
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5. Etes-vous atteint du phénoméne de Raynaud?

[ ]Non

[]Oui > 5a. Depuis combien d’ANNEES vos tous premiers symptémes du phénoméne de Raynaud sont-ils

aApParus?......ccoceerererinn. Années

6. Combien d’ANNEES se sont écoulées depuis I'apparition de votre premier symptome de sclérodermie
(non relié au phénomene de Raynaud)? ..o années

Ba. QUEI ELAIL CE SYMPLOIME? ..ottt

7. Combien de MOIS se sont écoulés entre votre premiére consultation avec un professionnel de la santé au

sujet de vos symptdmes de sclérodermie et I'établissement de votre diagnoStic? .......c..cccccoevvvceieieicnesiinnnnnn, mois

8. Depuis combien d’ANNEES avez-vous recu un diagnostic de sclérodermie d’un médecin? ............. années

9. Incluant le médecin qui vous a diagnostiqué, combien de médecins avez-vous consultés au sujet des
symptomes reliés a votre sclérodermie jusqu’au moment de recevoir un diagnostic de sclérodermie?
[] 1 [] 3 ] 5

[] 2 [] 4 [] Plus que 5

SECTION C. UTILISATION DES SERVICES DE SOINS DE SANTE

Veuillez décrire votre utilisation des services de soins de santé an Canada.

1. Quels traitements/thérapies/équipements votre médecin (ou tout autre professionnel de la santé) vous a-
t-il recommandé d’utiliser présentement?

Veuillez cocher toutes les cases qui s’appliquent a votre situation.

Aucun

Soins post-opératoires Ostéopathie

Médicaments sur ordonnance Médicaments en vente libre (sans ordonnance)
Thérapie d’exercice Thérapie chiropratique

Ergothérapie Physiothérapie

Massothérapeute Marijuana médicinale

Acupuncture Naturopathie

Vitamines et/ou suppléments Aide de locomotion (p. ex. attelle, marchette, etc.)

Services d’entretien ménager Transport (p. ex. transport adapté, taxi, CAM)

Services d'infirmier personnel Services de préparation de repas (p. ex. Popote roulante)

Oodoodoood

Pansements, onguents et/ou crémes Oxygénothérapie hyperbare

Doduooodgouoogg

AULTE(S) (VEUIIIEZ PIECISET) : wovvviverieciritieriesiesiet ettt
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2. A quels traitements/thérapies/équipements avez-vous recours en ce moment?

Veuillez cocher toutes les cases qui s’appliguent a votre situation

[] Aucun
[] Soins post-opératoires [] Ostéopathie
[] Médicaments sur ordonnance [] Médicaments en vente libre (sans ordonnance)
[] Thérapie d’exercice [] Thérapie chiropratique
[] Ergothérapie [] Physiothérapie
[] Massothérapeute [] Marijuana médicinale
[] Acupuncture [] Naturopathie
[] Vitamines et/ou suppléments [] Aide de locomotion (p. ex. attelle, marchette, etc.)
[] Services d’entretien ménager [] Transport (p. ex. transport adapté, taxi, CAM)
[] Services d’infirmier personnel [] Services de préparation de repas (p. ex. Popote roulante)
[] Pansements, onguents et/ou crémes [] Oxygénothérapie hyperbare
[] AULTE(S) (VEUIIIEZ PIECISET) w..vvvvieriecireiieriesies ettt
3. Avez-vous déja été hospitalisé en raison de votre sclérodermie (c.-a-d. a cause de I’'un ou plusieurs de ses
symptémes)?
[] Non

[] Oui » 3a. Veuillez préciser pour quel(s) affection(s)/organe(s) (p. ex. rein, cceur, peau, etc.)
4. Avez-vous acces a des soins de santé mentale adéquats?
[] Oui [] Non [] Je ne sais pas
5. Avez-vous déja eu recours a des soins de santé mentale en raison de troubles émotionnels découlant du
fait que vous soyez atteint de sclérodermie?
[] Oui
[] Non > 5a. Pourquoi n'avez-vous jamais eu recours a de soins de santé mentale?
[] Je n’en ai pas besoin
[] L’acceés est inadéquat (p. ex. je n'ai pas d’assurances)
(] Autres raisons (VEUIIIEZ PrECISEI) : .....oiiiiiiciierieeieesiesses e

6. Avez-vous acces a des groupes d’entraide?

[] Oui ] Non ] Je ne sais pais

7. Avez-vous déja participé a des groupes d’entraide?

[] Oui

[] Non > 7a. Pourquoi n’avez-vous jamais participé a des groupes d’entraide destinés aux personnes

atteintes de sclérodermie?
[] Je ne suis pas intéressé

[] Aucun n’est facilement disponible

(] Autres raisons (VEUIIIEZ PrECISEI) : .....oiiivicierineieesiesies s
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SECTION D. SERVICES DE REMBOURSEMENT DES SOINS DE SANTE
Venillez nous renseigner au sujet des rembonrsements que vous receve, pour les soins de santé reliés a votre sclérodermie

1. Etes-vous présentement couvert par un régime d’assurance privée?

[] Non > Veuillez passer a la question 2.

[] Oui» Parmi les traitements énumérés dans la liste ci-dessous, lesquels sont remboursés par votre
assurance privée?

Veuillez indiguer le nivean de votre couverture d'assurance

Complet Partiel Aucun Je ne sais pas

a.  S0ins PoSt-Operatoires ............cc...ooeveen.. [] [] [] []
b. Meédicaments sur ordonnance .............. []
c. Médicaments en vente libre

(c.-a-d. sans ordonnance) .................... [] [] [] []
d. Thérapie d’exercice

(p. ex. conditionnement physique) .....[ ] [] [] []
e. Thérapie chiropratique ...........ccoc....... [] [] [] []
f. Ergothérapie.........cccoovevmrrereersersrirnrnnn, [] [] [] ]
g. Physiothérapie........ccccoooeeivnrencrinnrennne. [] [] [] []
h.  MasSOthérapeute............cooevvrrvveerrinnenns [] [] [] []
i, Naturopathie ..........cccccoeeveirivirveniiisiiennns [] [] [] ]
jo OStEOPALNE ......cveoverereeeerseis [] [] [] []
k. Marijuana médicinale ............ccccooovnns [] [] [] []
[ ACUPUNCLUIE .....ovvevverireirsrieiesriesies [] [] [] ]
m. Vitamines et/ou suppléments .............. [] [] [] []
n. Aide de locomotion (p. ex. atelle,

marchette, ustensiles adaptés)............... [] [] [] []
0. Transport (p. ex. transport adapté,

taxi, titre de transport CAM) ................ [] [] [] []
p. Services d’entretien ménager ................ [] [] [] []
g. Services d'infirmier personnel.............. [] [] [] ]
r. Services de préparation de repas

(p. ex. La Popote roulante) ................... [] [] [] []
s. Pansements, onguents et/ou cremes [ | [] [] []
t.  Oxygénothérapie hyperbare.................. [] [] [] []
U AULTE(S) © covvveveerieeseessese s [] [] [] []

> u.1 Veuillez préciser le (0u les autres) traiteMeENt(S) © .....oovvvrerninrereeissesseeseses s
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2. Etes-vous présentement couvert par un régime d’assurance gouvernementale?

[] Non > Veuillez passer a la question 3.
[] Oui» Parmi les traitements énumérés dans la liste ci-dessous, lesquels sont remboursés par votre

assurance gouvernementale?

Venillez préciser le nivean de votre converture d'assurance

Complet Partiel Aucun Je ne sais pas

a.  S0ins pOSt-OpPEratoires .........c...coecvvene.. [] [] [] []
b. Médicaments sur ordonnance............... []
c. Médicaments en vente libre

(c.-a-d. sans ordonnance) ...................... [] [] [] []
d. Thérapie d’exercice

(p. ex. conditionnement physique) .....[ ] [] [] []
e. Thérapie chiropratique .............ccc.coev..... [] [] [] []
f. Ergothérapie........cccooevvevveerrvnrvnrrsnrinne, [] [] [] []
g. Physiothérapie........ccccooeeiverinirinsrnnnn. [] [] [] ]
h.  MassOthérapeute.........c...coevveevvrrverronns [] [] [] []
i, OStEOPALNIE .....vvovveereenreeesesis [] [] [] []
j. Marijuana médicinale ...........c..cocoevrnnen. [] [] [] ]
K. ACUPONCLUIE.......ocverrierrrnrieesressieeiinnes [] [] [] []
[ Naturopathie .........cccccoeevemrcvnrvcerrvnrinnnns [] [] [] []
m. Vitamines et/ou suppléments .............. L] [] [] []
n. Aide de locomotion (p. ex. atelle,

marchette, ustensiles adaptés)............... [] [] [] []
0. Transport (p. ex. transport adapté,

taxi, titre de transport CAM) ................ [] [] [] []
p. Services d’entretien ménager ................ [] [] [] []
g. Services d’infirmier personnel.............. [] [] [] ]
r.  Services de préparation de repas

(p. ex. La Popote roulante) ................... [] [] [] []
s. Pansements, onguents et/ou crémes [ | [] [] []
t.  Oxygénothérapie hyperbare.................. ] ] ] ]
VRNV 11 =1 () [] [] [] []

» u.1 Veuillez préciser le (ou les autres) traiteMENT(S) © ....coccovvererenenrierienieese st seneens
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3. Recevez-vous actuellement des prestations d’invalidité?

[_]Non> Veuillez passer a la question 4.

[ ]Oui > Veuillez indiquer si vous recevez présentement des prestations d’invalidité :

Oui Non
a. D'UN assureur privé? ........oevceeveeennes [] []
b. Du gouvernement? ..........ccocoeeeverrnnee, [] []

4. Veuillez indiquer lesquels des énoncés suivants sont vrais au sujet de vos expériences reliées aux
prestations d’invalidité que vous recevez en raison de votre sclérodermie :

Veuillez; cocher toutes les cases qui s’appliguent a votre situation
Je ne recois plus de prestations d’invalidité, car j'ai 65 ans ou plus

Je n’en ai jamais fait la demande, car je n’ai pas besoin de prestations d’invalidité privées ou gouvernementales

J'ai recu/je regois des prestations d’invalidité de courte durée du gouvernement

J'ai regu/je recois des prestations d’invalidité de courte durée d’un assureur privé

J'ai recu/je recois des prestations d’invalidité de longue durée du gouvernement

J'ai recu/je recois des prestations d’invalidité de longue durée d’un assureur privé

Ma demande de prestations d'invalidité de courte durée, déposée aupres du gouvernement au cours des 5
dernieres années, a été rejetée

Ma demande de prestations d'invalidité de courte durée, déposée aupres d’un assureur privé au cours des 5
dernieres années, a été rejetée

Ma demande de prestations d’invalidité de longue durée, déposée auprés du gouvernement au cours des 5
derniéres années, a été rejetée

Ma demande de prestations d’invalidité de longue durée, déposée auprés d’un assureur privé au cours des 5
derniéres années, a été rejetée

0O 0O 0O 0O oboduoogd

SECTION E. BESOINS EN SERVICES DE REMBOURSEMENT DE SOINS DE SANTE
Veuillez indiguer pour quel(s) service(s) vous souhaiteriez étre remboursé(s)?

1. Quels sont les soins de santé dont vous avez actuellement besoin, mais ne recevez pas en raison des
coQts?

Venillez, cocher toutes les cases qui s'appliquent a votre situation

[] Aucun [] Ostéopathie

[] Soins post-opératoires [] Assurance médicale privée
[] Médicaments sur ordonnance [] Médicaments en vente libre
[] Thérapie d’exercice [] Thérapie chiropratique

[] Ergothérapie [] Physiothérapie

[] Massothérapeute [] Marijuana médicinale

La question continue a la page suivante »
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Acupuncture Naturopathie

Vitamines et/ou suppléments Aide de locomotion (p. ex. attelle, marchette, etc.)
Services d’entretien ménager Transport (p. ex. transport adapté, taxi, CAM))

Services d'infirmier personnel Services de préparation des repas

Oddon

Pansements, onguents et/ou crémes Oxygénothérapie hyperbare

odgon

AULTE(S) (VEUIIIEZ PIECISET) & wuvviveriecireiieriesissiei ettt

SECTION F. SERVICES DE SANTE

La liste suivante renferme divers commentaires touchant le traitement de la sclérodermie. Veuillez les lire
attentivement en gardant a I’esprit le traitement médical que vous recevez maintenant (si vous n’avez pas
recu de soins médicaux récemment, songez aux soins que vous voudriez recevoir si vous en aviez besoin
aujourd’hui). Nous voulons connaitre vos impressions, positives ou négatives, a propos des soins médicaux
gue vous avez recus. Veuillez n’encercler qu’un seul chiffre sur chaque ligne.

Veuillez indiquer dans quelle mesure vous approuvez ou désapprouvez chacun des énoncés suivants :

Approuve  Approuve Sans Désapprouve Désapprouve
Fortement Opinion Fortement

1. Les médecins fournissent de bonnes raisons
pour expliquer la nécessité d’examens
NEAICAUX ... veeeeeeeeeeee e eeeeeeeeeeeeeeeeesesesenenenenesenenenes 1 2 3 4 5

2. Je crois que le cabinet de mon médecin
traitant dispose de tout ce qu’il faut pour
m’offrir des soins complets ..., 1 2 3 4 5

3. Les soins médicaux que je re¢ois sont
irréprochables ... 1 2 3 4 5

4. Parfois je m’interroge sur I'exactitude du
diagnostic posé par les médecins.................... 1 2 3 4 5

5. Je suis confiant de pouvoir obtenir les soins
requis sans avoir a compromettre ma sécurité

FINANCIEIE ... 1 2 8 £ E
6. Lors de mes consultations médicales, on

prend soin de tout vérifier lorsqu’on 1 2 3 4 5

m’examing et me traite .........cococevvvvvvnninnnnn,
7. 1l m’en codte plus pour mes soins médicaux

que mes moyens ne me le permettent............ 1 2 3 4 5
8. Jai facilement acces aux médecins

spécialistes dont j'ai besoiN.......c..ccccevrvrvrvnene. 1 ) 3 4 5
9. Laou je recois mes soins médicaux, le temps

d’attente pour obtenir des traitements

urgents est trop IoNg.......ccccccvevevverienceresrerenne 1 2 3 4 5
10.L’attitude des médecins envers moi est trop

bureaucratique et impersonnelle...................... 1 ) 3 4 5
11.Mes médecins me traitent avec amabilité et

(610101 (0] (Y (=IO PTT 1 2 3 4 5
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Approuve  Approuve Sans Désapprouve Désapprouve

Fortement Opinion Fortement

12.Parfois ceux qui prodiguent mes soins se

pressent un peu trop quand ils me dispensent

MON traiteMent ..o 1 2 3 4 5
13.Parfois les médecins ignorent ce que je leur

QIS e 1 2 3 4 5
14.Je doute de la compétence des médecins qui

ME TrAIENT ..o e 1 2 3 4 5
15.En général, les médecins m’accordent tout le

TEMPS NECESSAINE ......vvvrivieeriercrsaeesier e reressesenaens 1 2 3 4 5
16.J'ai du mal & obtenir rapidement un rendez-

VOUS pour mes soins MEdiCauX ..........covverennen. 1 2 3 4 5
17.Je suis mécontent des soins médicaux que je

15100 TR 1 2 3 4 5
18.Je peux obtenir des soins médicaux quand je

VEUX coovvireresssnssnesnsssssssssssesessesssssessessessassssssnnes 1 2 3 4 5
19.Les médecins prescrivent des onguents ou

des crémes iNefficaces........ccoveveviiesiiesiienns 1 2 3 4 5

G. SYMPTOMES

Veuillez indiquer a quelle fréquence vous avez éprouvé chacun des symptémes suivants au cours de la derniere
année. De plus, veuillez préciser dans quelle mesure ces symptdmes ont eu des répercussions sur votre capacité a
effectuer vos taches quotidiennes. Les répercussions peuvent toucher aussi bien le fonctionnement social,
professionnel (travail), ou tout autre domaine d’activité.

1. Veuillez indiquer a quelle fréquence vous avez subi UN DURCISSEMENT/RAIDISSEMENT DE LA
PEAU au cours de la derniére année.

[] Jamais - veuillez passer a la question 2
[] Rarement
Parfois
] 5 1a. Veuillez préciser dans quelle mesure LE
[ Souvent DURCISSEMENT/RAIDISSEMENT DE VOTRE PEAU a eu des
W Toujours répercussions sur votre capacité a effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves
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2. Veuillez indiquer a quelle fréquence vous avez ressenti DES DEMANGEAISONS CUTANEES au cours

de la derniére année.

Rarement
Parfois

Souvent

Oodod

Toujours

Jamais > veuillez passer a la question 3

5 2a Veuillez préciser dans quelle mesure VOS
DEMANGEAISONS CUTANEES ont eu des répercussions sur votre
capacité a effectuer vos taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

3. Veuillez indiquer a quelle fréquence vous avez subi UN CHANGEMENT DE COLORATION DE
VOTRE PEAU au cours de la derniére année.

Rarement
Parfois

Souvent

Oodggd

Toujours

Jamais > veuillez passer a la question 4

5> 3a. Veuillez préciser dans quelle mesure LE CHANGEMENT
DE COLORATION DE VOTRE PEAU a eu des répercussions sur votre
capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

4. Veuillez indiquer a quelle fréquence vous avez subi une DILATATION DES VAISSEAUX SANGUINS
DE VOS MAINS au cours de la derniére année.

Rarement
Parfois

Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 5

5> 4a. Veuillez préciser dans quelle mesure la DILATATION DES
VAISSEAUX SANGUINS DE VOS MAINS ont eu des répercussions sur
votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves
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5. Veuillez indiquer a quelle fréquence vous avez subi une DILATATION DES VAISSEAUX SANGUINS
DE VOTRE VISAGE au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais -> veuillez passer a la question 6

5> 5a. Veuillez préciser dans quelle mesure la DILATATION DES
VAISSEAUX SANGUINS DE VOTRE VISAGE a eu des répercussions
sur votre capacité a effectuer vos taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

6. Veuillez indiquer a quelle fréquence vous avez développé DES ERUPTIONS CUTANEES

au cours de la derniére année.

Rarement
Parfois

Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 7

5 6a. Veuillez préciser dans quelle mesure VOS ERUPTIONS
CUTANEES ont eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

7. Veuillez indiquer & quelle fréquence vous avez ressenti UNE HYPERSENSIBILITE AU SOLEIL au

cours de la derniére année.

Rarement
Parfois
Souvent

Ooggd

Toujours

Jamais - veuillez passer a la question 8

5> 7a. Veuillez préciser dans quelle mesure
L'HYPERSENSIBILITE AU SOLEIL a eu des répercussions sur votre
capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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8. Veuillez indiquer a quelle fréquence vous avez developpé DES INFECTIONS CUTANEES CAUSEES
PAR UNE PLAIE OUVERTE au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais -> veuillez passer a la question 9

5> 8a. Veuillez préciser dans quelle mesure VOS INFECTIONS
CUTANEES CAUSEES PAR UNE PLAIE OUVERTE ont eu des
répercussions sur votre capacité a effectuer vos taches quotidiennes.
[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

9. Veuillez indiquer & quelle fréquence vous avez développé DES DEPOTS DE CALCIUM DANS VOTRE
PEAU au cours de la derniére année.

Rarement
Parfois
Souvent

ooy

Toujours

Jamais - veuillez passer a la question 10

5> 9a. Veuillez préciser dans quelle mesure LES DEPOTS DE
CALCIUM DANS VOTRE PEAU ont eu des répercussions sur votre
capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

10. Veuillez indiquer a quelle fréquence vous avez ressenti DE LA DOULEUR AU NIVEAU DE LA PEAU

au cours de la derniére année.

Rarement
Parfois

Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 11

5> 10a. Veuillez préciser dans quelle mesure LA DOULEUR
RESSENTIE AU NIVEAU DE LA PEAU a eu des répercussions sur
votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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11. Veuillez indiquer a quelle fréquence vous avez ressenti DE LA DOULEUR AU NIVEAU DES
ARTICULATIONS au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 12

5> 1la. Veuillez préciser dans quelle mesure LA DOULEUR
RESSENTIE AU NIVEAU DE VOS ARTICULATIONS a eu des
répercussions sur votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

12. Veuillez indiquer a quelle fréquence vous avez ressenti DE L'INFLAMMATION AU NIVEAU DES
ARTICULATIONS au cours de la derniére année.

Rarement
Parfois
Souvent

oo

Toujours

Jamais > veuillez passer a la question 13

5> 12a. Veuillez préciser dans quelle mesure L'INFLAMMATION

RESSENTIE AU NIVEAU DE VOS ARTICULATIONS a eu des
répercussions sur votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

13. Veuillez indiquer a quelle fréquence vous avez ressenti DE LA DOULEUR MUSCULAIRE au cours de

la derniére année.

Rarement
Parfois
Souvent

Do

Toujours

Jamais - veuillez passer a la question 14

5> 13a. Veuillez préciser dans quelle mesure LA DOULEUR
MUSCULAIRE a eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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14. Veuillez indiquer a quelle fréquence vous avez éprouvé DE LA SENSIBILITE AU NIVEAU DES
ARTICULATIONS au cours de la derniére année.

[] Jamais > veuillez passer a la question 15
[] Rarement
] Parfois _ o )
5> 14a. Veuillez préciser dans quelle mesure LA SENSIBILITE
[ Souvent EPROUVEE AU NIVEAU DE VOS ARTICULATIONS ont eu des
W Toujours répercussions sur votre capacité a effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[] Graves

[ ] Extrémement graves

15. Veuillez indiquer a quelle fréquence vous avez éprouvé DE LA DIFFICULTE A FORMER UN POING
au cours de la derniere année.

[] Jamais > veuillez passer a la question 16
[] Rarement
[] Parfois i , . .
5> 15a. Veuillez préciser dans quelle mesure LA DIFFICULTE A
[] Souvent FORMER UN POING a eu des répercussions sur votre capacité a
] Toujours effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves

16. Veuillez indiquer a quelle frequence vous avez éprouvé DE LA DIFFICULTE A POUVOIR OUVRIR
COMPLETEMENT LA MAIN au cours de la derniére année.

] Jamais > veuillez passer a la question 17
[] Rarement
[] Parfois ] o ..
5> 16a. Veuillez préeciser dans quelle mesure LA DIFFICULTE A
[l Souvent POUVOIR OUVRIR COMPLETEMENT LA MAIN a eu des
] Toujours répercussions sur votre capacité a effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves
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17. Veuillez indiquer a quelle fréquence vous avez éprouvé DE LA DIFFICULTE A TENIR DES OBJETS
au cours de la derniere année.

[] Jamais > veuillez passer a la question 18
[] Rarement
] Parfois = _ o .
17a. Veuillez préciser dans quelle mesure LA DIFFICULTE A
[ Souvent TENIR DES OBJETS a eu des répercussions sur votre capacité a
] Toujours effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[] Graves

[ ] Extrémement graves

18. Veuillez indiquer a quelle fréquence vous avez ressenti DE LA RAIDEUR AU NIVEAU DES MAINS au
cours de la derniére année.

[] Jamais - veuillez passer a la question 19
[] Rarement
[] Parfois . -
5> 18a. Veuillez préeciser dans quelle mesure LA RAIDEUR
[] Souvent RESSENTIE AU NIVEAU DE VOS MAINS a eu des répercussions sur
] Toujours votre capacité a effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves

19. Veuillez indiquer a quelle fréquence vous avez éprouvé DE LA DIFFICULTE A OUVRIR LE
ROBINET au cours de la derniere année.

] Jamais > veuillez passer a la question 20
[] Rarement
] Parfois . . ..
5> 19. Veuillez préeciser dans quelle mesure LA DIFFICULTE A
[1  Souvent OUVRIR LE ROBINET a eu des répercussions sur votre capacité a
] Toujours effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves
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20. Veuillez indiquer & quelle fréquence vous avez éprouvé DE LA DIFFICULTE A VOUS LAVER au cours
de la derniére année.

[] Jamais > veuillez passer a la question 21
[] Rarement
[] Parfois . L o
a. Veuillez préciser dans quelle mesure

5> 20a. Veuill d Il LADIFFICULTE A
[ Souvent VOUS LAVER a eu des répercussions sur votre capacité a effectuer vos
] Toujours taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

21. Veuillez indiquer a quelle fréquence vous avez éprouvé DE LA DIFFICULTE A VOUS HABILLER au
cours de la derniére année.

[] Jamais > veuillez passer a la question 22
[] Rarement
[] Parfois i , . .
5> 2la. Veuillez préciser dans quelle mesure LA DIFFICULTE A
[] Souvent VOUS HABILLER a eu des répercussions sur votre capacité a effectuer
] Toujours vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves

22. Veuillez indiquer & quelle fréquence vous avez éprouvé DE LA DIFFICULTE A MARCHER au cours
de la derniére année.

[] Jamais -> veuillez passer a la question 23
[] Rarement
[] Parfois ) . ..
5> 22a. Veuillez préciser dans quelle mesure LA DIFFICULTE A
[] Souvent MARCHER a eu des répercussions sur votre capacité a effectuer vos
] Toujours taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves
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23. Veuillez indiquer & quelle fréquence vous avez éprouvé DE LA DIFFICULTE A MONTER DES
ESCALIERS au cours de la derniére année.

[] Jamais > veuillez passer a la question 24
[] Rarement
[] Parfois . L o
5> 23a. Veuillez préciser dans quelle mesure LA DIFFICULTE A
[]  Souvent MONTER DES ESCALIERS a eu des répercussions sur votre capacité a
] Toujours effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[] Graves

[ ] Extrémement graves

24. Veuillez indiquer & quelle fréquence vous avez éprouvé DE LA DIFFICULTE A RENTRER/SORTIR
D’UNE VOITURE au cours de la derniére année.

[] Jamais > veuillez passer a la question 25
[] Rarement
[] Parfois i , . ..
5> 24a. Veuillez préeciser dans quelle mesure LA DIFFICULTE A
[] Souvent RENTRER/SORTIR D’'UNE VOITURE a eu des répercussions sur
i votre capacité a effectuer vos taches quotidiennes.
[] Toujours p q
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves

25. Veuillez indiquer a quelle fréquence vous avez eu LES YEUX SECS au cours de la derniere année.

[] Jamais - veuillez passer a la question 26
[] Rarement
L] Parfois . L . .

5> 25a. Veuillez préciser dans quelle mesure le fait d’avoir LES
[] Souvent YEUX SECS a eu des répercussions sur votre capacité a effectuer vos
] Toujours taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

SSC & CSRG - Patient Survey Page 19



26. Veuillez indiquer a quelle fréquence vous avez éprouvé UNE SENSATION DE BRULURE AU
NIVEAU DES YEUX au cours de la derniere année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 27

5> 26a. Veuillez préciser dans quelle mesure VOTRE SENSATION
DE BRULURE AU NIVEAU DES YEUX a eu des répercussions sur
votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

27. Veuillez indiquer a quelle fréquence vous avez éprouvé LA SENSATION D’AVOIR DU SABLE DANS
LES YEUX au cours de la derniére année.

Rarement
Parfois
Souvent

oo

Toujours

Jamais - veuillez passer a la question 28

5> 27a Veuillez préciser dans quelle mesure VOTRE SENSATION
D’AVOIR DU SABLE DANS LES YEUX a eu des répercussions sur
votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

28. Veuillez indiquer a quelle fréquence vous avez éprouve LA SENSATION D’AVOIR LA BOUCHE
SECHE au cours de la derniere année.

Rarement
Parfois

Souvent

ooy

Toujours

Jamais -> veuillez passer a la question 29

5> 28a. Veuillez préciser dans quelle mesure VOTRE SENSATION
D’AVOIR LA BOUCHE SECHE a eu des répercussions sur votre
capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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29. Veuillez indiquer & quelle fréquence vous avez éprouvé DE LA DIFFICULTE A MASTIQUER au cours

de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 30

5> 29a. Veuillez préciser dans quelle mesure LA DIFFICULTE A
MASTIQUER a eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

30. Veuillez indiquer a quelle fréquence vous avez éprouvé DE LA DIFFICULTE A AVALER au cours de la

derniére année.

Rarement
Parfois
Souvent

Ooggd

Toujours

Jamais - veuillez passer a la question 31

5> 30a. Veuillez préciser dans quelle mesure LA DIFFICULTE
D’AVALER a eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

31. Veuillez indiquer a quelle fréquence vous avez ressenti DE LA DOULEUR EN AVALANT au cours de

la derniére année.

Rarement
Parfois

Souvent

oo

Toujours

Jamais > veuillez passer a la question 32

5> 3la. Veuillez préciser dans quelle mesure LA DOULEUR
RESSENTIE EN AVALANT a eu des répercussions sur votre capacité a
effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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32. Veuillez indiquer a quelle fréquence vous avez éprouvé UNE SENSATION D'’ETOUFFEMENT EN
MANGEANT DE LA NOURRITURE SECHE au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 33

5> 32a. Veuillez préciser dans quelle mesure VOTRE SENSATION

D:ETOUFFEMENT EN MANGEANT DE LA NOURRITURE
SECHE a eu des répercussions sur votre capacité a effectuer vos taches
guotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

33. Veuillez indiquer a quelle fréquence vous avez souffert DE MAUVAISE HALEINE LE SOIR au cours

de la derniére année.

Rarement
Parfois
Souvent

oo

Toujours

Jamais > veuillez passer a la question 34

5> 33a. Veuillez préciser dans quelle mesure LA MAUVAISE
HALEINE LE SOIR a eu des répercussions sur votre capacité a
effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

34. Veuillez indiquer & quelle fréquence vous avez ressenti DES BRULURES D’ESTOMAC au cours de la

derniére année.

Rarement
Parfois

Souvent

oo

Toujours

Jamais - veuillez passer a la question 35

5> 34a. Veuillez préciser dans quelle mesure VOS BRULURES
D’ESTOMAC ont eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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35. Veuillez indiquer a quelle fréquence vous avez eu DES CARIES DENTAIRES au cours de la derniére

annee.
[]
[] Rarement
[] Parfois
[] Souvent
[] Toujours

Jamais > veuillez passer a la question36

5> 35a. Veuillez préciser dans quelle mesure VOS CARIES
DENTAIRES ont eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

36. Veuillez indiquer a quelle fréquence vous avez éprouvé UNE SENSATION D’ESSOUFFLEMENT au

cours de la derniére année.

Rarement
Parfois
Souvent

Ooggd

Toujours

Jamais - veuillez passer a la question 37

5> 36a. Veuillez préciser dans quelle mesure VOTRE SENSATION
D’ESSOUFFLEMENT a eu des répercussions sur votre capacité a
effectuer vos taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

37. Veuillez indiquer a quelle fréquence vous avez developpé UNE TOUX PERSISTANTE au cours de la

derniére année.

Rarement
Parfois

Souvent

oo

Toujours

Jamais > veuillez passer a la question 38

5> 37a Veuillez préciser dans quelle mesure VOTRE TOUX
PERSISTANTE a eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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38. Veuillez indiquer a quelle fréquence vous avez ressenti DE LA DOULEUR AU NIVEAU DE LA
POITRINE au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais -> veuillez passer a la question 39

5> 38a. Veuillez préciser dans quelle mesure LA DOULEUR
RESSENTIE AU NIVEAU DE VOTRE POITRINE a eu des
répercussions sur votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

39. Veuillez indiquer a quelle fréquence vous avez souffert D’'INSUFFISANCE RENALE au cours de la

derniére année.

Rarement
Parfois
Souvent

Ooggd

Toujours

Jamais - veuillez passer a la question 40

5> 39a. Veuillez préciser dans quelle mesure L' INSUFFISANCE
RENALE a eu des répercussions sur votre capacité a effectuer vos taches
guotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

40. Veuillez indiquer a quelle fréquence vous avez souffert D’UN RYTHME CARDIAQUE RAPIDE au

cours de la derniére année.

Rarement
Parfois

Souvent

oo

Toujours

Jamais > veuillez passer a la question41

5> 40a. Veuillez préciser dans quelle mesure le fait d’avoir UN
RYTHME CARDIAQUE RAPIDE a eu des répercussions sur votre
capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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41. Veuillez indiquer a quelle fréquence vous avez souffert D'UN RYTHME CARDIAQUE IRREGULIER

au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 42

5> 4la. Veuillez préciser dans quelle mesure le fait d’avoir UN
RYTHME CARDIAQUE IRREGULIER a eu des répercussions sur
votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

42. Veuillez indiquer a quelle fréquence vous vous étes EVANOUI (OU AVEZ FAILLI VOUS
EVANOUIR) au cours de la derniére année.

Rarement
Parfois
Souvent

Ooggd

Toujours

Jamais - veuillez passer a la question 43

5> 42a. Veuillez préciser dans quelle mesure le fait de VOUS ETRE
EVANOUI (OU D’AVOIR FAILLI VOUS EVANOUIR) a eu des
répercussions sur votre capacité a effectuer vos taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

43. Veuillez indiquer a quelle fréquence vous avez souffert D’UNE INFLAMMATION DU FOIE au cours

de la derniére année.

Rarement
Parfois

Souvent

oo

Toujours

Jamais > veuillez passer a la question 44

5> 43a. Veuillez préciser dans quelle mesure L'INFLAMMATION
DE VOTRE FOIE a eu des répercussions sur votre capacité a effectuer
vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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44. Veuillez indiquer a quelle fréguence vous avez souffert DU SYNDROME DU CANAL CARPIEN au
cours de la derniére année.

[] Jamais > veuillez passer a la question 45
[] Rarement
[] Parfois ) o

5> 44a. Veuillez préciser dans quelle mesure LE SYNDROME DU
[ Souvent CANAL CARPIEN a eu des répercussions sur votre capacité a effectuer
W Toujours vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

45. Veuillez indiquer a quelle fréquence vous avez souffert D’'ULCERES AUX DOIGTS au cours de la
derniere année.

[] Jamais - veuillez passer a la question 46
[] Rarement
[] Parfois . L R

5> 45a. Veuillez préciser dans quelle mesure VOS ULCERES AUX
[ Souvent DOIGTS ont eu des répercussions sur votre capacité a effectuer vos
] Toujours taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

46. Veuillez indiquer a quelle fréquence vous avez souffert D’ULCERES A LA BOUCHE au cours de la
derniére année.

] Jamais > veuillez passer a la question 47
[] Rarement
[] Parfois ] o R R

5> 46a. Veuillez préciser dans quelle mesure VOS ULCERES A LA
[] Souvent BOUCHE ont eu des répercussions sur votre capacité a effectuer vos
] Toujours taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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47. Veuillez indiquer a quelle fréquence vous avez souffert D’ULCERES AU NEZ au cours de la derniére

annee.
[]
[] Rarement
[] Parfois
[] Souvent
[] Toujours

Jamais > veuillez passer a la question 48

5> 47a. Veuillez préciser dans quelle mesure VOS ULCERES AU
NEZ ont eu des répercussions sur votre capacité a effectuer vos taches
guotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

48. Veuillez indiquer a quelle fréquence vous avez souffert DE MIGRAINES au cours de la derniére année.

Rarement
Parfois

Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 49

5> 48a. Veuillez préciser dans quelle mesure VOS MIGRAINES ont
eu des répercussions sur votre capacité a effectuer vos taches
quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

49. Veuillez indiquer a quelle fréquence vous avez eu LA DIARRHEE au cours de la derniére année.

Rarement
Parfois

Souvent

Oodgd

Toujours

Jamais -> veuillez passer a la question 50

5> 49a. Veuillez préciser dans quelle mesure LA DIARRHEE a eu
des répercussions sur votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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50. Veuillez indiquer a quelle fréquence vous avez souffert DE CONSTIPATION au cours de la derniére
année.

[] Jamais > veuillez passer a la question 51
[] Rarement
[] Parfois . -
5> 50a. Veuillez préciser dans quelle mesure LA CONSTIPATION a
[ Souvent eu des répercussions sur votre capacité a effectuer vos taches
W Toujours quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[] Graves

[ ] Extrémement graves

51. Veuillez indiquer a quelle fréquence vous avez souffert D’INCONTINENCE DE SELLES au cours de
la derniéere année.

[] Jamais - veuillez passer a la question 52
[] Rarement
[] Parfois . -

5> 5la. Veuillez préciser dans quelle mesure L'INCONTINENCE
[ Souvent DE SELLES a eu des répercussions sur votre capacité a effectuer vos
] Toujours taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

52. Veuillez indiquer & quelle fréquence vous avez éprouvé LA NAUSEE au cours de la derniére année.

[] Jamais - veuillez passer a la question 53
[] Rarement
] Parfois i}
S ; 5> 52a. Veuillez préciser dans quelle mesure LA NAUSEE a eu des
[ ouven répercussions sur votre capacité a effectuer vos taches quotidiennes.
[] Toujours
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[] Graves

[ ] Extrémement graves
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53. Veuillez indiquer & quelle fréquence vous avez subi UNE PERTE DE POIDS NON DESIREE au cours
de la derniére année.

[] Jamais - veuillez passer a la question a 54
[] Rarement
L] Parfois . -

5> 53a. Veuillez préciser dans quelle mesure VOTRE PERTE DE
[] Souvent POIDS NON DESIREE a eu des répercussions sur votre capacité a
W Toujours effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

54. Pour les femmes seulement : Veuillez indiquer a quelle fréquence vous avez souffert DE SECHERESSE
VAGINALE au cours de la derniére année.

1 so.
[] Jamais - veuillez passer a la question 55
[] Rarement
[] Parfois ) L. ,

5> 54a. Veuillez préciser dans quelle mesure LA SECHERESSE
[ Souvent VAGINALE a eu des répercussions sur votre capacité a effectuer vos
] Toujours taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

55. Pour les hommes seulement : Veuillez indiquer a quelle frequence vous avez souffert DE
DYSFONCTIONNEMENT ERECTILE au cours de la derniere année.

] S.O.
[] Jamais -> veuillez passer a la question 56
[] Rarement
Parfois
] 5> 55a. Veuillez préciser dans quelle mesure LE
[] Souvent DYSFONCTIONNEMENT ERECTILE a eu des répercussions sur
] Toujours votre capacité a effectuer vos taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves
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56. Veuillez indiquer a quelle fréquence vous avez souffert D’INFLAMMATION GLANDULAIRE au cours
de la derniére année.

[] Jamais > veuillez passer a la question 57
[] Rarement
[] Parfois . -

5> 56a. Veuillez préciser dans quelle mesure L'INFLAMMATION
[ Souvent GLANDULAIRE a eu des répercussions sur votre capacité a effectuer
W Toujours vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

57. Veuillez indiquer a quelle fréquence vous avez souffert DE TROUBLES THYROIDIENS au cours de la
derniere année.

[] Jamais - veuillez passer a la question 58
[] Rarement
[] Parfois . -
5> 57a. Veuillez préciser dans quelle mesure VOS TROUBLES
[] Souvent THYROIDIENS ont eu des répercussions sur votre capacité a effectuer
] Toujours vos taches quotidiennes.
[] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves

58. Veuillez indiquer a quelle fréquence vous avez développé DES CAILLOTS SANGUINS au cours de la
derniére année.

] Jamais > veuillez passer a la question 59
[] Rarement
[] Parfois ) o
5> 58a. Veuillez préciser dans quelle mesure LES CAILLOTS
] Souvent SANGUINS ont eu des répercussions sur votre capacité a effectuer vos
] Toujours taches quotidiennes.
[ ] Aucune
[ ] Négligeables
[ ] Modérées
[ ] Graves

[ ] Extrémement graves
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59. Veuillez indiquer a quelle fréquence vous avez développé UNE FIEVRE RECURRENTE
(BORRELIOSE) au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 60

5> 59a. Veuillez préciser dans quelle mesure VOTRE FIEVRE
RECURRENTE (BORRELIOSE) a eu des répercussions sur votre
capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

60. Veuillez indiquer a quelle fréquence vous avez ressenti DE LA FATIGUE au cours de la derniére année.

Rarement
Parfois

Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 61a

5> 60. Veuillez préciser dans quelle mesure VOTRE FATIGUE aeu
des répercussions sur votre capacité a effectuer vos taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

61. Veuillez indiquer a quelle fréquence vous avez éprouvé DE LA DIFFICULTE A DORMIR au cours de

la derniére année.

Rarement
Parfois

Souvent

Oodgd

Toujours

Jamais -> veuillez passer a la question 62

5> 6la. Veuillez préciser dans quelle mesure VOTRE DIFFICULTE
A DORMIR a eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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62. Veuillez indiquer & quelle fréquence vous avez éprouvé DE LA DIFFICULTE A VOUS
CONCENTRER au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais > veuillez passer a la question 63

5> 62a. Veuillez préciser dans quelle mesure LA DIFFICULTE A
VOUS CONCENTRER a eu des répercussions sur votre capacité a
effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

63. Veuillez indiquer a quelle fréquence vous avez éprouvé DES TROUBLES DE LA MEMOIRE au cours

de la derniére année.

Rarement
Parfois

Souvent

Ooggd

Toujours

Jamais - veuillez passer a la question 64

5> 63a. Veuillez préciser dans quelle mesure VOS TROUBLES DE
LA MEMOIRE ont eu des répercussions sur votre capacité a effectuer
vos taches quotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves

64. Veuillez indiquer a quelle fréquence vous avez subi DES EFFETS INDESIRABLES DE
MEDICAMENTS au cours de la derniere année.

Rarement
Parfois

Souvent

oo

Toujours

Jamais > veuillez passer a la question 65

5> 64a. Veuillez préciser dans quelle mesure DES EFFETS
INDESIRABLES DE MEDICAMENTS ont eu des répercussions sur
votre capacité a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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65. Veuillez indiquer & quelle fréquence vous avez souffert DU PHENOMENE DE RAYNAUD au cours de

la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais -> veuillez passer a la question 66

5> 65a. Veuillez préciser dans quelle mesure LE PHENOMENE DE
RAYNAUD a eu des répercussions sur votre capacité a effectuer vos
taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

66. Veuillez indiquer a quelle fréquence vous avez eu DE LA NOURRITURE QUI EST RESTEE
COINCEE DANS VOTRE BOUCHE au cours de la derniére année.

Rarement
Parfois
Souvent

Ooggd

Toujours

Jamais - veuillez passer a la question 67

5> 66a. Veuillez préciser dans quelle mesure le fait que de LA
NOURRITURE SOIT RESTEE COINCEE DANS VOTRE BOUCHE
a eu des répercussions sur votre capacité a effectuer vos taches
guotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

67. Veuillez indiquer a quelle fréquence vous avez éprouvé DE LA DIFFICULTE A OUVRIR LA
BOUCHE au cours de la derniére année.

Rarement
Parfois
Souvent

Ooggd

Toujours

Jamais > veuillez passer a la question 68

5> 67a. Veuillez préciser dans quelle mesure LA DIFFICULTE A

OUVRIR VOTRE BOUCHE a eu des répercussions sur votre capacité a
effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[ ] Graves

[ ] Extrémement graves
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68. Veuillez indiquer & quelle fréquence vous avez éprouvé DE LA DIFFICULTE A VOUS BROSSER LES
DENTS au cours de la derniére année.

Rarement
Parfois
Souvent

Oodgd

Toujours

Jamais -> veuillez passer a la question 69

5> 68a. Veuillez préciser dans quelle mesure LA DIFFICULTE A
VOUS BROSSER LES DENTS a eu des répercussions sur votre capacité
a effectuer vos taches quotidiennes.

[ ] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

69. Veuillez indiquer a quelle fréquence vous avez éprouvé UNE SENSATION D’ENGOURDISSEMENT
AU NIVEAU DES PIEDS OU DU BAS DES JAMBES au cours de la derniére année.

Jamais - veuillez passer

Rarement
Parfois
Souvent

Oodgd

Toujours

SECTION H. EMPLOI

alasectionHp

5> 69a. Veuillez préciser dans quelle mesure VOTRE SENSATION
D’ENGOURDISSEMENT AU NIVEAU DES PIEDS OU DU BAS DES
JAMBES a eu des répercussions sur votre capacité a effectuer vos taches
guotidiennes.

[] Aucune

[ ] Négligeables

[ ] Modérées

[] Graves

[ ] Extrémement graves

Les questions suivantes concernent votre emploi durant la derniére année. Veuillez lire attentivement
chacune des questions et cocher la case qui décrit le mieux votre situation.
S.0.= Sans objet (C.-a-0. gui ne s'applique pas a votre sitnation)

S.0. Pasdu Unpeu Assez Beaucoup Extrémement
tout

Dans quelle mesure votre sclérodermie a :

1. Affecté votre capacité a travailler

2. Affecté votre capacité a vous

................. ] ] [] L] [] []

acquitter de vos obligations financieres.......[ ] [] [] [] ] []

3. Nécessité des accommodements

dans votre milieu de travail...........

4.Engendré des difficultés en lien avec
votre capacité a réaliser des taches

reliées au travail .........cccooevvvevvenenns
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SECTION I. SENSATIONS

1. Au cours des deux derniéres semaines, a quelle fréquence avez-vous éprouvé les sensations suivantes?

Jamais Pendant Plus d’un Presque
plusieurs jour sur tous
jours deux les jours
a. Vous éprouviez peu d'intérét ou de
satisfaction a faire des CNOSES ..........ccc.veveerenriscriesiseeee s [] [] [] []
b. Vous vous sentiez abattu, déprimé
OU ESESPEIE ....oovovvcss s ] [] ] []

2. Au cours des 4 derniéres semaines, avez-vous eu une crise d’anxiété soudaine (attaque de panique)

— c.-a-d. éte soudainement envahi par un état de malaise, d’agitation ou de désarroi?

[ ] Non > Veuillez passer a la question # 3

[ ] Oui»
Oui Non

a. Cela vous était-il arrivé QUPAraVaNt?...........ccc.coeevemviessvessiessses s sieenns [] []
b. Est-ce que certaines de ces crises surviennent au hasard, dans des

situations ol vous ne vous attendiez pas étre nerveux ou mal a I'aise?.........cc....... [] []
c. Est-ce que ces crises vous perturbent beaucoup ou étes-vous

nerveux parce que vous appréhendez une autre CriSe? ........ovveesiierienernennnens [] []
d. Lors de votre derniére crise sérieuse, avez-vous éprouveé certains des

symptémes suivants ; souffle court, transpiration excessive, ceeur qui

bat la chamade (qui s’emballe), vertiges, faiblesse, picotements,

nausée ou dérangement d’€StOMAC? ........ccc.ovveerveeriersisrissses s senseen [] []

3. Au cours des deux derniéres semaines, a quelle fréquence avez-vous été perturbé par

I’'un des problemes suivants?
Plus d’un Presque

Pas Plusieurs jour tous
du tout jours sur deux les jours
a. Sentiments de nervosité, d’anxiété ou
d’avoir les Nerfs N BOUIE..........cocvevvecvieeveciee s [] [] [] []
b. Ne pas étre capable d’'arréter de vous inquiéter ou
éprouver de la difficulté a controler vos inquiétudes.................. ] [] [] []
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4. Veuillez indiquer a quel point les problémes suivants liés a votre sclérodermie vous ont perturbé au cours
de la derniére semaine

Pasdu Unpeu Assez Beaucoup Extrémement

tout
a. La peur d’étre mal a I'aise me pousse a éviter
de faire certaines choses ou a parler aux gens............c.......... [] [] [] [] []
b. J'évite les activités ou je suis le centre d'attention................. [] [] [] [] []

c. Etre mal & I'aise ou avoir I'air stupide
sont parmi mes principales PEUrS.......c.cvereernreneeseseennn. [] L] [] [] []

d. J'évite de pratiquer certaines activités par crainte
d’échouer en raison de probléemes provoqués

par 12 SCIErOdEIMIE.. .......vvveceeevieeeseee s [] [] [] [] []

SECTION J. APPARENCE PHYSIQUE
Les questions suivantes concernent les préoccupations a I'égard de I'apparence physique. Veuillez lire chaque question

attentivement et encercler la réponse qui décrit le mieux votre expérience personnelle.

1. Etes-vous préoccupé par I'apparence de certaines parties de votre corps, que vous considérez étre tout

particuliérement repoussantes a cause de la sclérodermie?

1 2 3 4 5
Pas du tout Peu Assez Trés Extrémement
préoccupé préoccupé préoccupé préoccupé préoccupé

2. Est-ce que des changements a votre apparence physique attribuables a la sclérodermie sont a I'origine
d’une altération de votre fonctionnement social, professionnel, ou dans d’autres domaines importants?
Dans quelle mesure?

Veuillez encercler le chiffre correspondant a votre choix.

1 2 3 4 5
Aucune Légers inconvénients, Inconvénients modérés Grave, cause Extréme,
limitation mais performance significatifs, mais des problémes incapacitant

globale non affectée encore gérables importants

3. Est-ce qu’il vous arrive d’éviter des choses a cause de la défiguration provoquée par votre
sclérodermie? Selon quelle fréquence?
Veunillez encercler le chiffre correspondant a votre choix.
1 2 3 4 5
Jamais Rarement  Assez souvent Souvent Treés souvent
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K. COMMENTAIRES
Veuillez décrire tous les aspects importants reliés a votre expérience de la sclérodermie qui n’ont pas été

abordés dans ce questionnaire :

Nous vous remercions beaucoup d’avoir pris le temps de remplir ce questionnaire.
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APPENDIX 7 - SCLERODERMA SOCIETY OF CANADA ADS TO PROMOTE THE PATIENT SURVEY
Long version, for printing
Scleroderma Patient Survey

If you have been diagnosed with scleroderma and are interested in shaping the future of research in this
field please take time to answer a new national survey for scleroderma patients.

The national scleroderma patient survey was designed by the Scleroderma Society of Canada (SSC) and
the Canadian Scleroderma Research Group (CSRG). Survey preparation involved professional researchers
and twenty-three patient representatives from across Canada. They would like to find out what issues are
important to individuals living with scleroderma. This will permit a reassessment of research agendas. The
survey has questions about the symptoms that people with scleroderma might experience, as well as
psychological, social, employment, and financial issues, and issues related to the ability to obtain appropriate
healthcare.

Statistical analysis of survey results will begin in May. A team of patient representatives will meet in
September to interpret results and to draft plans to utilize them for the benefit of scleroderma patients
everywhere. Survey results will be used to further our understanding of scleroderma, to set research
priorities and to support advocacy initiatives.

Response to the survey is voluntary but if you are a scleroderma patient we strongly encourage you to
complete the survey. Also, please encourage other scleroderma patients to complete the survey.

You can complete the CSRG/SSC National Patient Survey either online or on paper.

To complete the online version, please go to the SSC website, www.scleroderma.ca. It is also available in
French from the Sclerodermie Quebec website, www.sclerodermie-quebec.qc.ca.

To receive a hard copy of the survey in the mail, as well as a pre-stamped return envelope, please contact
Marielle Bassel at the CSRG, telephone 514-340-8222, extension 3238. She can also be reached by email:
marielle.bassel@mail.mcgill.ca, or by writing to her at the Canadian Scleroderma Research Group, SMBD-
Jewish General Hospital, 3755 Cote Ste-Catherine Road, Suite A216, Montreal, QC H3T 1E2.

Scleroderma patients are asked to please complete a survey by April 30, 2009
FU———
Short version, for printing
Scleroderma Patient Survey
Scleroderma patients across Canada are being asked to respond to a new national scleroderma patient
survey, prepared by the Scleroderma Society of Canada (SSC) and the Canadian Scleroderma Research

Group (CSRG) to capture the concerns of patients in order to give direction to future research.

Response to the survey is voluntary but if you are a scleroderma patient we strongly encourage you to
complete the survey. Also, please encourage other scleroderma patients to complete the survey.
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Appendix B — Ctn’d - Please mark any other medical conditions that you may have in addition to scleroderma?

Syndrome de fatigue chronique sinusite chronique Glaucome
problémes articulaires (mains, pieds, hanches - 2 arthrite sporiasitique
PTH-, genoux, épaules, dos calcification
probleme circulatoire(diverses opérations subies: Sarcoidose durcissement du coté gauche du cceur
pontage aorto-bifémorale, plusieurs pontages mal partout perte de pourcentage aux mains mais pas
fémorales, endartérectomie carotide alarmant

Number of cases read: 124
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Appendix C - Which treatments/therapies/tools did your physician or other health professional suggest that you

use currently?

oxygen 24/7, kidney diet

Antibiotic Therapy (see www.roadback.org)

Probiotics

pain management

Orthotics

antibiotic therapy

phycotherapist

none but exercise

just starting to find out

Light therapy treatment after soaking in a bath with
Ultramop added

visit to rheumatologist

psychiatric care

Specialists meds - alternatives many suggestions

wheelchair parking sign for winter

Pennsaid - liquid ruh (2 NM)

past - hyperbaric oxygen, surgery

PUVA treatment

Podiatrist

orthotics and shoes to fit them so | could walk with less
pain

Biofeedback

heel lift

Keeping a clear opinion, attitude. Positive outlook.
Work towards health maintenance

Dry skin lotions

Puva bath, hot wax

nitro patches to increase blood flow in hands

orthotics in shoes

staying with positive people and in a positive
environment

none so far

yoga/ thai chi

Rheumatologist referred us to a Dermatologist who is
proposing a course of UV Tre

Alexander Technique sessions -weekly or bi-weekly

I'm doing supplements with no help from any doc

Eye Drops

move to a warm climate

portable oxygen [ home oxygen

cane

homecare

It was thought originally | had HHT

computers

My family doctor

exercise

Cialis and Adelat

yoga

dyalyse

oxygénothérapie a la maison

Creme non parfumée, hypo allergéne

Médicaments pour traitements puva

Transport adapté 'hiver a cause du froid j'ai des
problémes de locomotion (mes

thérapie en piscine chaude

tensiometre

Nexium; domperidonne; Desyrel

Biopsie

revenir le voir

je ne vois plus de médecin depuis longtemps

creme pour peau seche

médicament Adalat

orthophoniste,

faire de I'exercice

orthophoniste

ortheses plantaires

je suis cédulée pour des examens

Number of cases read: 61 Number of cases listed:

61
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Appendix D - Which treatments/therapies/tools do you use currently?

Yoga, relaxation techniques

Mouth spray - glandosane (not available in Canada)

Oxygen, kidney diet, energy healing,
visualization/meditation

Diet with whole wheat, fish, salads, fruit and veggies

Antibiotic therapy

Sunflower oil externally and mouth swishing

Dialyse

The probiotic Florastor

have appointment for pain management

kynésithérapie

Orthotics

| swim regularly and eat a somewhat healthy diet!

antibiotic therapy

stress relief, rest

Médicaments pour traitements puva

Physcotherapist

Walking and stretching exercises

Raw food plan

Iron oxide hand warmers.

Ergo en piscine chaude

| am waiting on a phone call from the treatment center
to begin my third round o

Own exercise regime

tensiomeétre

| do not have any help, at this time, inside the house

Gloves on my hands every night loaded with Vit E

Deep breathing and hand dexterity exercises

Counseling & energy work

Seulement une biopsie

Wheelchair

Home O2

je ne vois plus de médecin

Podiatry

Orthotics. | can't walk without them, from morning to
night.

Dry skin lotions

different size pillows or soft towels to rest painful
joints (hand and knee)

attelles pour mains

Adalat

Psychologue

Antibiotic protocol

Nitro patches

Rest

Orthotics in shoes

| use micro tape to put on my scars to stop the itching
and it helps with the pa

Oxygen due to emphysema

Herbal therapy; Alexander Technique sessions

Eye Drops

went south for the winter

portable oxygen [ home oxygen

Homecare

Orthéses plantaires

Work with a personal trainer (fitness problems)

Computers

Immunocal platinum (immunocal.com/nrobert)

Cialis and Adelat

Grounds maintenance, window cleaning (DVA)

Pointers for pushing buttons, special hydraulic, air
bed/matress

Orthophonie

Number of cases listed: 57

SSC & CSRG - Patient Survey



Appendix E — What type of problem were you hospitalized for?

Diagnosis

Renal crisis, endoscopy, colonoscopy, blood
transfusions

Gangrene

Upper endoscopy

Peau - estomac - jambes

Coeur, poumons, vessie

Neurasthénie

Heart problems, mini stroke, drug reactions

High blood pressure, flare up in hands associated &
then diagnosed with lupus

Weight loss and knee problem

Syndrome de Steven Johnson (mélange de ginko
biloba avec la médication)

J'ai recu un traitement de gamma-globuline a deux
reprises

Sjogren's syndrome

Emergency could not walk got shot in hip

Internal bleeding. | have no skin symptoms

Surgery (knee replacement, foot surgery, finger
surgery)

Les 2 bords ont été opérés

Intestines, stomach, kidney, back

Effets secondaires d{ a des traitements : cuprimine,
immuran, bosentan

Pour un bilan

Had ischemic finger at time of thoracic outlet surgery

Septic bursitis

Peau main coeur

Rein cesophage? vessie, ovaires

Spasm in back muscles

RA, vomissements ,gangréne d'orteil, paralysie faciale,

Doigts

Arterite cubitale. Peau

Prostagland infusion for Raynauds

Calcium removal

Stomach (nausia - back pain), bowels

Stiffness in skin, aneurism in left leg

Organe

In order to diagnose quickly, i was seen as an in-patient.

Investigative, reconstructive

Not getting enough nourishment from food

Lung biopsy

In the beginning i was in the university hosp. Many doc
&interns looked at me f

Multiple problems- bowel , skin lesions ,swallowing,
tightness in hands

Calcium deposits

Surgery on hand

Hospitalized to find what was wrong with my health
and was then diagnosed with s

Spleen, shoulder surgery

Kidney, liver and pulmonary arterial hypertension

Was dying but manage to beat it, now in remission for
about 14 years, but develop

Pour injection d'illoproste

Number of cases listed: 46
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Appendix F — Have you used mental health services because of emotional problems related to living with

scleroderma? If no, why not?

| have excellent support/rapport with family and
friends. | have excellent

Les 2 premier année j'étais en dépression et je ne savais
pas pourquoi.

| have an excellent support group of friends

As usual, | am dealing with it myself

Waiting to get into a specialist - current wait time is 3
months

Do not want to take tranquilizers

It just didn't come to mind

Treatment for obsessive compulsive disorder
(scleroderma related?)

Has not been offered

Use my cultural ways to help me

Pas utilisé la prescription pour

On ne m en a jamais parlé et je n en sentais pas le
besoin pour | instant

Have been on depression medication for 25 years and
so far am handling the pain

| have relied upon my own religious beliefs and
meditation

Je fais partie de groupe de soutien d'un autre
organisme et j'en parle avec eux

In process of setting up appointment

J'ai déja eu recours a des soins de sante mentale, mais
non a cause de la sclero

Not ready

Unaware of any availability

Too expensive and scheduling problems

Not sure if | need it yet

I don't know if | need it

Not available in my location

Not a mental health issue to me

| don't feel comfortable about asking for this type of
help

| have excellent family support

Je n'y est pas pensé.

My problem: obsessed thinking why my ex was so
abusive to me and charming everyo

Trying best to roll with it. Extremely fortunate to have
such an incredible family

Pas atteinte grave de la maladie

J'en ai pas besoin pour le moment

Not so much facilities here

J'ai pas trouvé ['aide pour sa

Didn't feel need

Am not depressed, can live with condition

Never thought about it

J'aurais peut-étre eu besoin d'un psychologue a
certaines périodes

| didn't know I could get help.

My depression is not related to scleroderma

Have been dealing with it on my own and family.

Taking antidepressant through family doctor

| dint know about u

Great wife

Indifference des médecins

No personal support

A verifier

| am a counselor

I never thought about it and now its not an option
anymore.

Bon support familial

I have a positive attitude and use my family Dr. For a
sounding board when necessary

Haven't found a good support group that is easy to get
to

Je suis tres forte sur le plan mental et psychologique

Je ne savais pas que je pouvais recevoir ces soins pour
la sclérodermie

Diagnostique récent

J'essaie de m'en sortir seule

Comme la sclérodermie que j'ai est dermatologique, je
n'en ressent pas le besoin

Never thought about it

Live in rural area/ haven't bothered yet

Al this time, | keep busy and receive support from
family and friends

Je sais pas si ca aiderait

My symptons have not affected my mental state.

J'ai eu, au début, le support de mon époux et de ma
famille et j'avais un bon mo

Don’t think they really help. Its all in your head...

J'irai en aout 2009

Meditation, yoga, reiki

| have family support, generally don't require this.

I think I'm expected to roll with it all and it's never
discussed. It's part of

The wait times are insane

Didn't know they were available

There was no reason

| use my pastor, friends and family for support
emotionally

Trying to cope with it by myself

Using but issues are not related to scleroderma

The doctors I'd like to see have a long waiting list

I have only recently been diagnosed (within 3 months)
and haven't gotten therey

Haven't needed it until now and waiting to see a
councilor

Don't think it would help; I TRY to be positive

Inexistence et non proposer

I don't know who | should ask and feel like | should
handle this by myself

Shame (when i was young) to need help
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