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ANNEX I. IMMUNE SYSTEM: PICTURES AND DRAWINGS

1. 2. IMMUNE SYSTEM’S ORGANS
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Drawing of the immune system’s organs

- Thymus: gland situated between the lungs and the neck

- Spleen: organ that filters the blood. It sits in the upper left of the abdomen

- Bone marrow: found within the bones, it also produces red blood cells

- Lymph nodes: small glands positioned throughout the body, linked by lymphatic vessels
- Adenoids: two glands located at the back of the nasal passage

- Tonsils: two oval masses in the back of the throat

- Peyer's patch: lymphoid tissue in the small intestine

1. 2. MYELOID PROGENITOR CELLS REPRESENTATION

Neutrophil Eosinophil Basophil



Mast cell

Monocyte Macrophages Dendritic cell

1. 3. LYMPHOID PROGENITOR CELLS REPRESENTATION

T lymphocyte B lymphocyte Natural killer cell



ANNEX II. LUPUS SYMPTOMS: PICTURES

Swelling in the joints Lupus rash in the face
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ANNEX III. REQUIRED DOCUMENTS TO POLL IN THE UK

3. 1. PARTICIPANTS’ RIGHT TO WITHDRAW

escolaarrels

solsona

RIGHT TO WITHDRAW

If you want to withdraw this interview research, please fill out this form and send it
back.

DATA OF THE INSTITUTION IN CHARGE

Name: FUNDACIO PRIVADA ESCOLAR MARE DE DEU DEL CLAUSTRE (ESCOLA
ARRELS)

Address: Av. Cardenal Tarancén 49, 25280 Solsona, Lleida. (Spain)
DATA OF THE INTERVIEWEE

ML MS e , with legal age and address in
Street/ AVeNUE / ROAA........cocuiiiiiiiii et ,
City / TOWN ..o Zip code. ............
Emaili. .o by means of this
form | express my desire to exercise my right to WITHDRAW, in accordance with
article 17 of Regulation (UE) 2016/679 on 27 April.

REQUEST -

1. In ten days of receiving this request, please proceed to the effective cancellation of
any data relating to me in your research, in the terms provided in the article 6 and
please communicate it to me in writing to the address or email indicated above.

2. In the event that the person in charge of the research considers that the
aforementioned cancellation does not apply, she must also communicate this within the
indicated ten-day period.

Date

Signature of interviewee

FUNDACIO PRIVADA ESCOLAR MARE DE DEU DEL CLAUSTRE (ESCOLA ARRELS), in compliance with the
General Data Protection Regulation -EU-2016/679, of the Parliament and the Council of Europe, informs you that your
personal data will be processed for the administrative, accounting and provision of the service offered by the school,

it will not be assigned to third parties, unless it is a legal obligation, or for accounting and tax treatment, through a
contract for the Provision of Services through the Data Controller.

You can exercise your rights of access, rectification, cancellation, opposition, portability and limitation by contacting the
headquarters, located at :

AVDA. CARDENAL TARANCON, 49 - 25280 SOLSONA (LLEIDA), direccio@escolaarrels.com



3.2. PROOF OF ETHICAL APPROVAL
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CERTIFICATE OF ETHICAL APPROVAL

This certificate confirms that the application made by ADAIA FLOTATS BOIX to
Secondary Arrels School in Solsona to research about lupus in Catalonia and in the UK
during the year 2020 was approved.

Project title
Lupus: a clinical comparison between Catalonia and the United Kingdom

Project tutor

Esther Ginesta Ros ( ester.ginesta@escolaarrels.com)

Description of the project

Clinical comparison of lupus between the United Kingdom and Catalonia. First, Adaia will find
out how a lupus association works in Catalonia and how it does in the UK. Next, she will
compare patients: diagnosis (tests that are carried out for the diagnosis, age when the disease
appears, time since the first symptoms until the diagnosis, laboratory tests for the definitive
diagnosis...), the most used treatments, survival, other autoimmune diseases in the family,
prevalence, epigenetic factors... She will also compare the role of the family members in the
life of a lupus patient.

Finally, she will make some interviews to:

- aCatalan lupus specialist and a British one

- Lupus Catalan Association President and Lupus UK President
- lupus patients from Catalonia and from UK

- lupus patients’ family in Catalonia and in UK

Date approved: 16% July 2020

Solsona, 20 July 2020

Signed:

MIREIA MASSANA SERRA (Headteacher of Arrels School)

FUNDACIO PRIVADA ESCOLAR MARE DE DEU DEL CLAUSTRE (ESCOLA ARRELS): AVDA. CARDENAL
TARANCON, 49 - 25280 SOLSONA (LLEIDA), direccio@escolaarrels.com




ANNEX IV. EXCEL BOOKS

4. 1. LUPUS PATIENTS’ POLL EXCEL BOOK

Pen drive
4. 2. FAMILY MEMBERS TO LUPUS PATIENTS’ POLL EXCEL BOOK

Pen drive



ANNEX V. POLL TO LUPUS PATIENTS

5. 1. POLL TO LUPUS PATIENTS IN SPANISH



Encuesta a pacientes con lupus

Hola a todas y a todos,

soy Adaia Flotats, estudiante de bachillerato y miembro del programa “Bojos per la Medicina” de
la “Fundacio6 Catalunya-La Pedrera”. Gracias a este programa conoci al Dr. Ricard Cervera, quien
me transmitié su gran interés por estudiar y conocer mejor el lupus y las enfermedades
autoinmunes.

Por esta razén decidi realizar mi “Treball de Recerca” sobre las diferencias en el diagndstico,
tratamientos, estilo de vida y otros factores del lupus entre Espafia y el Reino Unido.

Hoy me atrevo a pediros cinco minutos de vuestro tiempo, que es lo que os llevara contestar
esta encuesta anénima. Gracias por adelantado.

No puedo terminar sin agradecer infinitamente la paciencia y ayuda de Pilar Lucas, presidenta de
la Asociacién Catalana de Lupus E. G.

Un abrazo.

*Required

Ano de nacimiento *

Sexo *

Mark only one oval.

Mujer
Hombre

Prefiero no decirlo

Pais de residencia *

Mark only one oval.

Espafia
Reino Unido

Other:
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4. Pais de procedencia (si no es el mismo que el de residencia)

5. Numero de hijos

Mark only one oval.

4+

6. ¢Enqué entorno vive? *

Mark only one oval.

Urbano (1.000 a 15.000 hab.)
Urbano (15.000 a 100.000 hab.)
Urbano (mds de 100.000 hab.)

Rural

7. ¢Queé tipo de lupus padece? *
Mark only one oval.

Lupus eritematoso sistémico (LES)
Lupus eritematoso cutaneo

Lupus inducido por farmacos

Sintomas
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8. ¢Queé edad tenia cuando empez0 a padecer los primeros sintomas? *

Mark only one oval.

0-9 afios

10-14 afios
15-19 afios
20-24 afios
25-29 afios
30-34 afios
35-39 afios
40-44 afios
45-60 afios

+60 afnos

9. ;Cuadles fueron sus primeros sintomas? *

Tick all that apply.

Dolor muscular

Dolor articular

Fiebre

Erupciones cutaneas

Dolor de pecho

Pérdida de cabello

Sensibilidad al sol o la luz

Problemas renales

Llagas en la boca

Fatiga extrema o prolongada

Anomalias hematoldgicas (por €j. anemia)

Sequedad o inflamacién ocular

Codagulos

Hinchazén en las piernas

Dedos de las manos o de los pies palidos o morados
Other:



10. ;Cuales son sus sintomas mas frecuentes? *

Tick all that apply.

Dolor muscular

Dolor articular

Fiebre

Erupciones cutaneas

Dolor de pecho

Pérdida de cabello

Sensibilidad al sol o la luz

Problemas renales

Llagas en la boca

Fatiga extrema o prolongada

Anomalias hematoldgicas (por ej. anemia)

Sequedad o inflamacién ocular

Coagulos

Hinchazon de piernas

Dedos de las manos o de los pies palidos o0 morados
Other:

11. ;Puede definir la frecuencia de aparicion de los brotes? *
Mark only one oval.

Si

No

12. Silarespuesta anterior es afirmativa, jcada cuando le aparecen aproximadamente?

Mark only one oval.

Menos de 1 vez al ano
1-2 veces al afio
3-5 veces al ano

+5 veces al afo



13. ;Sabria decir cuantos brotes ha padecido en los ultimos cinco anos? *
Mark only one oval.

To2
De3a5b
De6a10
Mas de 10
Ninguno

No lo sé

Proceso diagnostico

14. ;Qué pruebas diagnosticas le realizaron para confirmar el diagnostico de lupus? *

Tick all that apply.

Analitica general no especifica de sangre

Analitica de autoinmunidad (AAN, anticuerpos anti-DNA, anticuerpos anti-Sm, anticuerpos
anti-Ro... )

Anélisis de orina

Biopsia de piel

Biopsia de rifion

Radiografia de térax

Electrocardioagrama
Other:
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15.

16.

17.

¢Cuanto tiempo pasoé desde la aparicion de los primeros sintomas hasta el
diagnostico final? *

Mark only one oval.

0-3 meses
4-6 meses
7-12 meses
1-2 afios

+2 anos

¢Qué médico especialista le confirmo el diagndstico? *
Mark only one oval.

Médico internista
Nefrélogo
Reumatélogo
Dermatologo
Neumélogo
Neurélogo
Cardidlogo

Other:

¢Pensaron que podia tratarse de otra enfermedad antes de confirmar el
diagnéstico de lupus? *

Mark only one oval.

Si
No

15



18.

Si ha contestado si a la pregunta anterior, ;de qué enfermedad sospechaban?

Tratamiento

19.

20.

¢ Qué especialistals le trata/n actualmente? *

Tick all that apply.

Médico internista
Nefrélogo
Reumatodlogo
Dermatélogo
Neumélogo
Neurélogo
Cardidlogo

Other:

¢ Qué tratamiento/s sigue actualmente? *

Tick all that apply.

Farmacos antiinflamatorios no esteroides (Ibuprofeno, naproxeno...)
Farmacos antitrombéticos (acido acetilsalicilico, sintrom...)
Farmacos antipaludicos o antimalaricos (hidroxicloroquina, cloroquina...)
Farmacos corticoides (prednisona)
Inmunodepresores (metotrexato, azatioprina...)
Terapias biolégicas (belimumab, rituximab)

Other:

16



21. ;Podriaindicar la pauta? *

22.  ;Que sintoma/s han mejorado con el tratamiento? *

Tick all that apply.

Dolor muscular
Dolor articular
Fiebre
Erupciones cutaneas
Dolor de pecho
Pérdida de cabello
Sensibilidad al sol o la luz
Problemas renales
Llagas en la boca
Fatiga extrema o prolongada
Anomalias hematoldgicas (por €j. anemia)
Sequedad o inflamacién ocular
Coagulos
Hinchazon de piernas
Dedos de las manos o de los pies blancos o morados
Ninguno
Other:



23.

24.

¢Qué sintomal/s ha conseguido erradicar con el tratamiento? *

Tick all that apply.

Dolor muscular
Dolor articular
Fiebre
Erupciones cutaneas
Dolor de pecho
Pérdida de cabello
Sensibilidad al sol o la luz
Problemas renales
Llagas en la boca
Fatiga extrema o prolongada
Anomalias hematoldgicas (por ej. anemia)
Sequedad o inflamacién ocular
Coagulos
Hinchazon de piernas
Dedos de las manos o de los pies blancos o morados
Ninguno
Other:

¢Cual o cuales fueron los primeros farmacos que utilizo para tratar la enfermedad?

*

Tick all that apply.

Farmacos antiinflamatorios no esteroides (ibuprofeno, naproxeno...)
Farmacos antitrombéticos (dcido acetilsalicilico, sintrom...)
Farmacos antipaltdicos o antimalaricos (hidroxicloroquina, cloroquina...)
Farmacos corticoides (prednisona...)
Inmunodepresores (metotrexato, azapaina...)
Terapias biolégicas
No lo recuerdo
Other:
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25. ¢Ha tenido que dejar algun farmaco debido a sus efectos secundarios? *

Mark only one oval.

Si
No

No lo recuerdo

26. Sisu respuesta anterior es afirmativa, ;cual o cuales?

27. ¢Recuerda algun farmaco que utilizd en un pasado y ya no utiliza? En caso
afirmativo, ;cual o cuales?
Tick all that apply.

Farmacos antiinflamatorios no esteroides (Ibuprofeno, naproxeno...)
Farmacos antitrombéticos (acido acetilsalicilico, sintrom...)
Farmacos antipalidicos o antimalaricos (hidroxicloroquina, cloroquina...)
Farmacos corticoides (prednisona...)
Inmunodepresores (metotrexato, azapaina...)
Terapias bioldgicas

Other:

28. ;Ha probado alguna terapia alternativa para tratar el lupus? *

Mark only one oval.

Si

No

29. Silarespuesta anterior es afirmativa, ;cual o cudles?
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30. Siha contestado la pregunta anterior, ; ha notado alguna mejora después de utilizar
esta o estas terapias?

Mark only one oval.

Si
No

No lo sé

31. iComo considera su adherencia al tratamiento? (siendo 1 muy baja y 10 muy alta) *

Mark only one oval.

Factores que pueden influir

32. ;Tiene algun familiar con lupus? *
Mark only one oval.
Si

No

No lo sé

20



33. Siharespondido si a la pregunta anterior, este familiar es:

Tick all that apply.

mi hermano/a

mi padre / madre

mi hijo/a

mi abuelo/a

mi nieto/a

mi tio/a

mi primo/a
Other:

34. ;Tiene algun familiar que padezca una enfermedad autoinmune que no sea lupus? *

Mark only one oval.

Si

No

35. Siharespondido si a la pregunta anterior, jes alguna/s de las siguientes? Si no, por
favor, especifiquela.

Tick all that apply.

Esclerosis multiple

Diabetes tipo |

Miastenia gravis

Artritis reumatoide

Tiroiditis de Hashimoto
Other:

Del lupus
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36. ;Padece alguna enfermedad secundaria como consecuencia del lupus? *
Mark only one oval.

Si

No

37. Sihacontestado si a la pregunta anterior, jcual o cuéles?

Tick all that apply.

Osteoporosi

Hipertensién

Cardiopatia

Diabetes tipo 2

Nefritis lGpica
Other:

38. Encaso de ser mujer y tener hijos, jalguno sufre o sufrio lupus neonatal?

Mark only one oval.

Si

No

Estilo de vida

39. ;Como valoraria su calidad de vida? (siendo 1 muy mala y 10 muy buena) *

Mark only one oval.

22



40. ;Qué aspectos de su vida ha tenido que cambiar debido a su enfermedad? *

Tick all that apply.

Horario laboral

Ocio

Vida social

Vida familiar
Other:

41. ;Qué coste econdmico mensual le supone la enfermedad? *

Mark only one oval.

Menos de 10€
10-25€

25-50€

50-100€

+100€

Prefiero no contestar

Other:

42. ;Tiene reconocida la discapacidad organica? *

Mark only one oval.

Si
No

23



43.

44.

45.

46.

Si ha respondido que si a la pregunta anterior, ;qué grado?

Mark only one oval.

Clase 1
Clase 2
Clase 3
Clase 4
Clase 5

No lo sé

¢Fuma o ha fumado nunca? *

Mark only one oval.

Fumo actualmente
Fumé en un pasado

No he fumado nunca

¢Hace ejercicio regularmente? *

Mark only one oval.

Si

No

;Cuanto ha afectado el lupus a su vida social? (siendo 1 nada y 10 mucho) *

Mark only one oval.
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47. ;Es miembro de alguna asociacion? *
Mark only one oval.

Si

No

48. Siha respondido si a la pregunta anterior, ;de qué asociacion o asociaciones es
miembro?

Tick all that apply.

Asociacion Catalana de Lupus E. G.
Federacion Espafiola de Lupus
Asociaciones locales

Other:

49. En caso de que sea miembro de una asociacion, ;como de importante cree que es
serlo? (siendo 1 nada importante y 10 muy importante)

Mark only one oval.

This content is neither created nor endorsed by Google.
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Survey to lupus patients

Hello everyone,

| am Adaia Flotats, a Year 13 student from Catalonia, Spain. This year | received a scholarship to
go to Hospital Clinic de Barcelona to learn about medicine. Thanks to this scholarship | met Dr.
Ricard Cervera, a lupus specialist who conveyed to me his great interest in studying and learning
more about lupus and autoimmune diseases. This is why | decided to do my end of school
Research Project about lupus. | will be comparing the treatments, diagnostic process, lifestyle,
family’s role and other factors of lupus between the UK and Spain.

This is why | would really appreciate if you could answer this five minute long anonymous survey.

Thank you in advance.

| could not finish without saying thank you to Lupus UK for all the help, specially Paul Howard.
Best wishes.

*Required

Year of birth *

Sex *

Mark only one oval.

Female
Male

Prefer not to say

Country of residence *

Mark only one oval.

United Kingdom
Spain
Other:
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4. Country of origin (if it is not the same as the country of residence)

5.  Number of children

Mark only one oval.

4+

6. Inwhat kind of environment do you live? *

Mark only one oval.

Town (1.000 - 15.000 inhabitants)
Small city (15.000 - 100.000 inhabitants)
Big city (more than 100.000 inhabitants)

Rural

7. What type of lupus do you have? *

Mark only one oval.

Systemic lupus erythematous (SLE)
Cutaneous lupus (Lupus limited to the skin)

Drug-induced lupus

Symptoms

28



8. How old were you when you had your first symptoms? *

Mark only one oval.

0-9 years old

10-14 years old
15-19 years old
20-24 years old
25-29 years old
30-34 years old
35-39 years old
40-44 years old
45-60 years old

+60 years old

9.  What were your first symptoms? *

Tick all that apply.

Muscle pain
Pain or swelling in the joints
Fever
Rashes
Chest pain
Hair loss
Sensitivity to sunlight or fluorescent light
Renal problems
Mouth sores
Extreme or prolonged fatigue
Hematologic abnormalities (e.g. anemia)
Eye dryness or inflamation
Clots
Leg swelling
Pale or purple fingers or toes
Other:
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10. What are your most frequent symptoms? *

Tick all that apply.

Muscle pain
Pain or swelling in the joints
Fever
Rashes
Chest pain
Hair loss
Sensitivity to sunlight or fluorescent light
Renal disorders
Mouth sores
Extreme or prolonged fatigue
Haematological disorders (e.g. anemia)
Eye dryness or inflamation
Clots
Leg swelling
Pale or purple fingers or toes
Other:

11. Could you tell how often your lupus flares-up? *

Mark only one oval.

Yes

No

12. If your previous answer is yes, how often?

Mark only one oval.

Less than once a year
1 or 2 times a year
3-5times a year

+5 times a year



13.

Could you tell how many flares you have had in the last five years? *
Mark only one oval.

Tor2
3to5
61010
More than 10
None

| do not know

Diagnostic process

14.

Which tests were carried out in order to confirm the diagnosis of lupus? *

Tick all that apply.

General blood test
Tests for autoimmune diseases (ANA, dsDNA, ENA..)
Urine testing
Skin biopsy
Kidney biopsy
Chest X-ray
Electrocardiogram
Other:
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15.

16.

17.

How long did it take from the appearance of the first symptoms to the final
diagnosis? *

Mark only one oval.

0-3 months
4-6 months
7-12 months
1-2 years

+2 years

Which medical specialist confirmed the diagnosis? *

Mark only one oval.

Internist
Nephrologist
Rheumatologist
Dermatologist
Pulmonologist
Neurologist
Cardiologist

Other:

Before confirming the diagnosis of lupus, did any doctor think it could be another
illness? *

Mark only one oval.

Yes

No

32



18.

If your previous answer is yes, what illness did the doctor think it could be?

Treatment

19.

20.

Which medical specialists do you visit regularly? *

Tick all that apply.

Internist
Nephrologist
Rheumatologist
Dermatologist
Pulmonologist
Neurologist
Cardiologist
Other:

What drugs do you take nowadays? *

Tick all that apply.

Non-steroidal anti-inflammatory drugs (ibuprofen, naproxen...)
Antithrombotic drugs (acetylsalicylic acid, sinthrome...)
Antimalarial drugs (hidroxicloroquine, cloroquine...)
Corticosteroid drugs (prednisolone...)
Immunosuppressants (methotrexate, azathioprine...)
Biological therapies (belimumab, rituximab...)

Other:

33



21. Could you share the regimen of your treatment? *

22.  Which symptoms have improved with treatment? *

Tick all that apply.

Muscle pain
Pain or swelling in the joints
Fever
Rashes
Chest pain
Hair loss
Sensitivity to sunlight or fluorescent light
Renal disorders
Mouth sores
Extreme or prolonged fatigue
Hematological disorders (e.g. anemia)
Eye dryness or inflamation
Clots
Leg swelling
Pale or purple fingers or toes
None
Other:



23. Which symptoms have been eradicated with treatment? *

Tick all that apply.

Muscle pain
Pain or swelling in the joints
Fever
Rashes
Chest pain
Hair loss
Sensitivity to sunlight or fluorescent light
Renal disorders
Mouth sores
Extreme or prolonged fatigue
Hematological disorders (e.g. anemia)
Eye dryness or inflamation
Clots
Leg swelling
Pale or purple fingers or toes
None
Other:

24. What were the first drugs that you used against lupus? *

Tick all that apply.

Non-steroidal anti-inflammatory drugs (ibuprofen, naproxen...)
Antithrombotic drugs (acetylsalicylic acid, sinthrome...)
Antimalarial drugs (hidroxicloroquine, cloroquine...)
Corticosteroid drugs (prednisolone...)
Immunosuppressants (methotrexate, azathioprine...)
Biological therapies (belimumab, rituximab...)
| do not remember

Other:



25.

26.

27.

28.

20.

Have you had to stop taking a drug due to side effects? *

Mark only one oval.

Yes
No

| do not remember

If your previous answer is yes, which one/s?

Do you remember any drug you used in the past that you don’t use anymore? In
case you do remember, which one/s?

Tick all that apply.

Non-steroidal anti-inflammatory drugs (ibuprofen, naproxen...)
Antithrombotic drugs (acetylsalicylic acid, sinthrome...)
Antimalarial drugs (hidroxicloroquine, cloroquine...)
Corticosteroid drugs (prednisolone...)
Immunosuppressants (methotrexate, azathioprine...)
Biological therapies (belimumab, rituximab...)

Other:

Have you tried alternative therapies to treat lupus? *

Mark only one oval.

Yes

No

If your previous answer is yes, which one/s?
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30. If you have answered the previous question, have you noticed an improvement?
Mark only one oval.

Yes
No

Maybe

31. How is your adherence to treatment? (being 1 very low and 10 very high) *

Mark only one oval.

Factors that can influence having lupus

32. Do you have any family member/s with lupus? *

Mark only one oval.

Yes
No

| do not know
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33. If your previous answer is yes, who is it?

Tick all that apply.

My brother/sister
My mother/father
My son/daughter
My grandmother/grandfather
My grandson/granddaughter
My uncle/aunt
My cousin
Other:

34. Do you have any family member/s with an autoimmune disease that is not lupus? *

Mark only one oval.

Yes

No

35. If your previous answer is yes, which disease is it?

Tick all that apply.

Multiple sclerosis

Diabetes type 1

Myasthenia gravis

Rheumatoid arthritis

Hashimoto's thyroiditis
Other:

About lupus
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36.

37.

38.

Do you have any secondary illness related to lupus? *

Mark only one oval.

Yes

No

If your previous answer is yes, which one/s?

Tick all that apply.

Osteoporosis

Hypertension

Heart disease

Diabetes type 2

Lupus nephritis
Other:

If you are a female and you have children, has any of them had neonatal lupus?

Mark only one oval.

Yes

No

Lifestyle

39.

How would you evaluate your quality of life? (being 1 very poor and 10 very good) *

Mark only one oval.
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40.

41.

42.

What aspects of your life have you had to change due to lupus? *

Tick all that apply.

Working hours

Leisure

Social life

Family life
Other:

How much do you have to spend each month because of lupus? *

Mark only one oval.

Less than 10£
10-25£

25-50£

50-100£

+100£

| prefer not to answer

Other:

Are you in receipt of Personal Independence Payments (PIP) and/or Employment &
Support Allowance (ESA)? *

Mark only one oval.

Yes, | am in receipt of PIP
Yes, | am in receipt of ESA
Yes, | am in receipt of both

No
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43. Do you smoke or have you ever smoked? *

Mark only one oval.

| smoke nowadays
| used to smoke

| have never smoked

44. Do you exercise often? *

Mark only one oval.

Yes

No

45.  How much has lupus affected your social life? (being 1 nothing and 10 a lot) *

Mark only one oval.

46. Are you a member of any lupus association or charity? *

Mark only one oval.

Yes

No
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47. If your previous answer is yes, which lupus association/s or charity/s are you a
member of?

Tick all that apply.

Lupus UK
Local charity/association
Other:

48. If you are a member of a lupus association or charity, how important do you think it
is to be part of one? (being 1 not important and 10 very important)

Mark only one oval.

This content is neither created nor endorsed by Google.
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ANNEX VI. POLL TO FAMILY MEMBERS TO LUPUS PATIENTS

6. 1. POLL TO FAMILY MEMBERS TO LUPUS PATIENTS IN SPANISH
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Encuesta a familiares de pacientes con
lupus

Hola a todos y a todas,

soy Adaia Flotats, estudiante de bachillerato y miembro del programa “Bojos per la Medicina” de
la “Fundacio6 Catalunya-La Pedrera”. Gracias a este programa conoci al Dr. Ricard Cervera, quien
me transmitié su gran interés por estudiar y conocer mejor el lupus y las enfermedades

autoinmunes.
Por esta razén decidi realizar mi “Treball de Recerca” sobre las diferencias en el diagnéstico,
tratamientos, estilo de vida, rol de los familiares y otros factores del lupus entre Espafiay el

Reino Unido.
Hoy me atrevo a pediros dos minutos de vuestro tiempo, que es lo que os llevara contestar esta

encuesta anénima. Gracias por adelantado.
No puedo terminar sin agradecer infinitamente la paciencia y ayuda de Pilar Lucas, presidenta de

la Asociacién Catalana de Lupus E. G.
*Required

Ano de nacimiento *

Sexo *

Mark only one oval.

Mujer
Hombre

Prefiero no decirlo

Pais de residencia *

Mark only one oval.

Espafia
Reino Unido

Other:
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4. Parentesco con el paciente. El paciente es: *

Mark only one oval.

mi hermano/a
mi padre/madre
mi hijo/a

mi pareja

Other:

Preguntas generales

5. ¢Cuanto hace que convive con un paciente con lupus? *

Mark only one oval.

Menos de un afo
1-2 afios

3-5 afios

6-10 afos

+10 afios

Other:

6. ;Conociala enfermedad previamente? *

Mark only one oval.

Si

No
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7.

8.

9.

Cuando se le diagnostico lupus, ;ya convivia con élfella? *
Mark only one oval.

Si Skip to question 8

No Skip to question 13

Preguntas para familiares que ya convivian con el paciente antes del diagnostico

¢Cuanto tiempo ha pasado desde el diagndstico hasta la actualidad? *
Mark only one oval.

0-6 meses
6-12 meses
1-2 afios
3-5 afios
6-10 afios

+10 anos

;Cudl era el estado de animo del paciente antes del diagnostico? (siendo 1 muy bajo
y 5 muy bueno) *

Mark only one oval.
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10. ;Cual era el estado de animo del paciente durante el diagnostico? (siendo 1 muy

11.

bajo y 5 muy bueno) *

Mark only one oval.

;Cudl es el estado de animo del paciente en la actualidad? (siendo 1 muy bajoy 5
muy bueno) *

Mark only one oval.

12.  ;Cuanto ha cambiado el estilo de vida del paciente? (siendo 1 nada y 5 mucho) *

Mark only one oval.

Preguntas a los familiares
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13.

14.

15.

¢Qué sintomal/s del paciente le afectan mas a usted como familiar? *

Tick all that apply.

Dolor muscular

Dolor articular

Fiebre

Erupciones cutaneas

Dolor de pecho

Pérdida de cabello

Sensibilidad al sol o la luz

Problemas renales

Llagas en la boca

Fatiga extrema

Anomalias hematoldgicas (por ej. anemia)

Sequedad o inflamacién ocular

Coagulos

Hinchazon de piernas

Dedos de los pies o las manos palidos o morados
Other:

¢Ha tenido que cambiar algun aspecto de su vida debido al lupus? *

Mark only one oval.

Si

No

Si ha respondido que si, jcualles?

Tick all that apply.

Horario laboral

Ocio

Vida social

Vida familiar
Other:
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16.

17.

18.

19.

¢Considera importante su papel en la adherencia al tratamiento por parte del
paciente? *

Mark only one oval.

Si

No

¢ Percibe cuando su familiar va a sufrir un brote? *

Mark only one oval.

Si
No

Algunas veces

¢Cree que la sociedad tiene suficiente conocimiento del lupus? *

Mark only one oval.

Si

No

:Cree que se invisibiliza el papel de los familiares? *

Mark only one oval.

Si

No
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20. ¢Su familiar esta involucrado en alguna asociacion? *

Mark only one oval.

Csi
(_JNo
@Nolosé

21. Siesasi, jen cualles?

Tick all that apply.

|:| Asociacion Catalana del Lupus E. G.
|:| Federacion Espafiol de Lupus

|| Asociaciones locales

Other: |:|

This content is neither created nor endorsed by Google.
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6.2. POLL TO FAMILY MEMBERS TO LUPUS PATIENTS IN ENGLISH
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Survey to family members to lupus
patients

Hello everyone,

| am Adaia Flotats, a Year 13 student from Catalonia, Spain. This year | received a scholarship to
go to Hospital Clinic de Barcelona to learn about medicine. Thanks to this scholarship | met Dr.
Ricard Cervera, a lupus specialist who conveyed to me his great interest in studying and learning
more about lupus and autoimmune diseases. This is why | decided to do my end of school
Research Project about lupus. | will be comparing the treatments, diagnosis process, lifestyle,
family’s role and other factors of lupus between the UK and Spain.

This is why | would really appreciate if you could answer this two minute long anonymous survey.

Thank you in advance.
| could not finish without saying thank you to Lupus UK for all the help, specially Paul Howard.
*Required

Year of birth *

Sex *

Mark only one oval.

Female
Male

Prefer not to say

Country of residence *

Mark only one oval.

United Kingdom
Spain
Other:
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4. Relationship with the person with lupus. She/he is: *

Mark only one oval.

My brother/sister
My mother/father
My son/daughter
My partner

Other:

General questions

5.  How long have you been cohabiting with the patient? *

Mark only one oval.

Less than 1 year
1-3 years

3-5 years

5-10 years

+10 years

Other:

6. Didyou know about lupus before? *

Mark only one oval.

Yes

No
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7.

8.

9.

Did you already live with the patient when he/she was diagnosed? *

Mark only one oval.

Yes

No Skip to question 13

Questions for family members who already lived with the patient when he/she was
diagnosed

How long has it been since the diagnosis? *

Mark only one oval.

0-6 months
6-12 months
1-3 years
3-5 years
5-10 years

+10 years

In what mood was the patient in before the diagnosis? (being 1very bad and 5 very
good) *

Mark only one oval.
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10. In what mood was the patient in during the diagnosis? (being 1 very bad and 5 very
good) *

Mark only one oval.

11.  In what mood is the patient in nowadays? (being 1 very bad and 5 very good) *

Mark only one oval.

12.  How much has the lifestyle of the patient changed since before the diagnosis?
(being 1 nothing and 5 a lot) *

Mark only one oval.

Questions for all family members
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13.

14.

15.

What symptom/s affect you the most as a family member? *

Tick all that apply.

Muscle pain
Pain or swelling in the joints
Fever
Rashes
Chest pain
Hair loss
Sensitivity to sunlight or fluorescent light
Renal disorders
Mouth sores
Extreme or prolonged fatigue
Hematological disorders (e.g. anemia)
Eye dryness or inflamation
Clots
Leg swelling
Pale or purple fingers or toes
Other:

Have you had to change your lifestyle due to lupus? *

Mark only one oval.

Yes

No

If the previous answer is yes, what has changed?

Tick all that apply.

Working hours

Leisure

Social life

Family life
Other:
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16.

17.

18.

19.

Do you consider you have an important role in the the patient’s adherence to
treatment? *

Mark only one oval.

Yes

No

Do you perceive when your family member is going to have a flare? *

Mark only one oval.

Yes
No

Sometimes

Do you think society has enough knowledge about lupus? *

Mark only one oval.

Yes

No

Do you think the relatives’ role in these situations is ignored? *

Mark only one oval.

Yes

No
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20.

21.

Is your family member involved in an association or charity? *

Mark only one oval.

C) Yes
(_No
Q | do not know

If your previous answer is yes, in which one/s?

Tick all that apply.

|| Lupus UK
|:| Local charity/association

Other: |:|

This content is neither created nor endorsed by Google.
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ANNEX VII. INTERVIEWS TO LUPUS PATIENTS AND FAMILY MEMBERS

7. 1. INTERVIEW TO A SPANISH FEMALE LUPUS PATIENT

Good morning,

First of all I wanted to thank you for answering this interview. I will be asking you some questions related to
your experience with lupus.

According to what is said, there are no two patients of lupus who experience it the same way, so, today [ will

be able to know a little bit about how lupus affects you.

First of all I would like to ask you some questions about your diagnostic process. So let’s start:

How was your diagnostic process, since the appearance of your first symptoms until the final diagnosis?

Everything went very quick. I clearly remember how everything took place when I was 13 years old during
summer time. It all started because I had a lot of leg and knee swelling and pain, so I visited de General
Practitioner, who ordered a general blood test for me. When I had the results I went back to see the General
Practitioner, and when she saw them she immediately sent me to a bigger hospital in Manresa, where [ was
hospitalised for a week. After staying in Manresa for a week I was sent to Hospital de Bellvitge in Barcelona.
Once there, I had a skin biopsy and a kidney biopsy, and after analysing everything, they could diagnose me

with lupus.

What were your first symptoms? And what are your most frequent symptoms?
As I said in the previous question, the first symptoms I had were knee and leg swelling and pain. My most
frequent symptoms nowadays are: pain or swelling in the joints, extreme or prolonged fatigue and lack of

sleep.

Now I will be asking some questions about lupus flares:

What factors increase the risk of having a lupus flare?

It is said that stress, although stress doesn’t make my lupus flare up. There have been times in my life when I

have been extremely stressed and my lupus did not flare up, so I suppose it is different for everyone.

I must also say I have only had three lupus flares, and I have no idea what caused them.
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How does your life change every time your lupus flares up?
It changes completely. The three times my lupus has flared up, I have been hospitalised for a long time. Also,

I have had to take much higher doses of all my medication.

What is/are the most important thing/s to do in order to prevent a lupus flare?

The most important thing to do is to remain calm and to not think about your lupus all the time. When you
are diagnosed with a chronic illness like lupus, the first thing you need to do is to assimilate that you will
have it forever. If this first step is done successfully, then everything is much better. It might not help you

avoid having a lupus flare, but it will definitely help you to cope with it much better.

Can you foresee when you are going to have a lupus flare?
Not at all, because when you have any new symptoms or a symptom gets a little worse, you never expect it
to end up being a lupus flare. This is because the appearance of new symptoms or the getting worse of some

is something that happens very often.

Now that I know a little bit more about your personal experience with lupus, I would like to ask you some

questions related to your lifestyle and quality of life.

Is there anything that lupus prevents you from doing? If so, what does lupus prevent you from doing?
Right now, lupus prevents me from going on walks for example, which is something that I used to be able to

do in the past. Due to the lupus, I get tired very quickly nowadays.

What do you think is essential to keep a good mood despite lupus?

I have never thought of lupus as an impediment, so I have done anything I wanted without thinking about
lupus. If [ have wanted to travel I have done so, if I have wanted to study I have also done so, if | have felt
like going out I have done so... I have never said: I have lupus so I cannot do some things others can, and I

think this is essential to keep a good mood.
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Furthermore, for everyone with lupus I think it is very important that people around you support you, despite
anything, since the first day. I have been lucky in this aspect, as my family and friends have always given me

support, and my husband is always watching out for me and making sure that I am feeling fine.

And I almost forgot to say that I am never worried about how my lupus will evolve or about small things,

and this attitude is fundamental to carry on and keep up a good mood.

Do you think that your life would have been different without lupus?
I do not know, as I have had lupus for nearly my whole life. However, I imagine so, but I can’t tell in what
aspects it would have been different. Nevertheless, I would not change my life for anyone’s life, as [ have

had the opportunity to meet great people and have learned a lot thanks to lupus.

What measures in the following fields do you think could be taken to improve your quality of life? (Social
field, economic field, health field)

The social field is the one that needs to improve the most I think. Not many people know about lupus, and
when you tell them that you suffer from it, they look at you in a weird way. Something should be done to
make lupus better-known around the world... And for example, when celebrities, such as Selena Gomez, talk
about it they do not say all the truth and it makes it seem much less important and severe. They should show
the reality of lupus, so people really know how much some lupus patients suffer. Some people, specially

from America, have a lot of economic problems which makes it hard for them to pay for all the medication.

What role do your family and loved ones in your life have when it comes to your lupus?

Since the first day, my family has supported me a lot. Unluckily, my older brother passed away thirteen years
ago, and he was the one who used to take me to the doctor when I was younger. Now it is very different. I
have my husband who is the greatest support I have and I also have my sister, who also has an autoimmune

disease and who I talk to at least twice a day.

How did the people around you react when you told them you had lupus? And how did you react when you
found out you had lupus?
My parents took it very naturally and accepted it very well. At first they were a little bit scared, but little by

little they got to know the disease and were a lot more calm about it. My sister has also accepted it very well
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since the beginning, and nowadays I still have a very close relationship with her, we talk nearly every day, as
I have already said. At the beginning it was something very new for her, but she has never tried to hide it
from anyone, and this helped me a lot.

In a personal level, I must say I was very young when all of this happened, so I wasn’t too conscious about

everything that was going on.

What do you think is the toughest thing about having lupus?
For me, the worst thing about having lupus is everything that comes as a consequence of lupus. For example:
memory leaks, fatigue... Due to all of this I need to write down everything in order to not forget it. Also, I

used to go on walks very often, but, suddenly, I can’t do this any more.

What symptom affects you the most psychologically? And physically?

I feel like all the pain and the fatigue affect me a lot more psychologically than physically. I can’t think of
anything that really affects me physically, I mean, [ have always had rashes all over my body, but those have
never affected me at all. It is the feeling of knowing you can’t do what you used to do, the always being

tired, being unable to think clearly sometimes... what “annoys” me the most.

Do you think that having lupus has changed the way you are and the way you see things?

I have lived with lupus almost all my whole life, so I do not know what life would be like without lupus. I
like to say there are three individuals at home: David, my husband, me, and lupus. This is how I think of
lupus. It is always there but I can’t let it control my life. Lupus has also led me to meet amazing people, so,

as it is said, everything bad brings something good.

And finally, I wanted to end the interview with the following question:

What would you say to someone who has just been diagnosed with lupus?

I would tell this person to accept it naturally. I would also tell this person to get surrounded by people who

support him or her. It is also very important, on the other hand, to tell them to never hide other people they

suffer from lupus, and anything negative others might say should never be relevant to them.

Thank you very much for answering the interview and for letting me know your experience with lupus.
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7.2. INTERVIEW TO A BRITISH FEMALE LUPUS PATIENT

Good morning,

First of all I wanted to thank you for answering this interview. I will be asking you some questions related to
your experience with lupus.
According to what is said, there are no two patients of lupus who experience it the same way, so today I will

be able to know a little bit about how lupus affects you.

First of all I would like to ask you some questions about your diagnostic process. So let’s start:

How was your diagnostic process, since the appearance of your first symptoms until the final diagnosis?

When [ was a little baby, I seemed to be all right, although the summer after I was born, when I was about
eight months old, I was at the seaside visiting my grandmother who lived near NYC, and I got a terrible rash
all over my torso and my arms. My mother got so upset that she made my grandmother take me to a friend of
her who was a doctor, and this doctor diagnosed me with lupus, without doing any tests, as tests were not as
effective as they are nowadays. This was on 1954. The only problem is that my mother never told me that I
had lupus, so I thought that all of my medical problems were just worse than other children’s. That’s what’s
so deceptive about lupus if you have a relatively mild form, it doesn’t seem that different from what happens

to everybody else. It wasn’t until I was in my twenties that it became more severe.

What were your first symptoms? And what are your most frequent symptoms?

When I was a child, I hyper reacted to all environmental toxins, everything from insect bites, to sunlight, or
plant toxins... And when I got a cold or an infection it was always worse than my friends’ or my siblings’. |
also had vertigo, which prevented me from doing things other kids could do. So, all of those kind of
symptoms as well as persistent infections or sinusitis that never went away were signs of my now diagnosed

lupus. I also had difficulty with my joints, but everyone told me they were growing pains.

It was when [ was in my twenties that my symptoms got a lot more debilitating. However, [ wasn’t diagnosed

until 2010, when I was generally very debilitated and stuck at home.
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Nowadays, symptoms only appear if I feel nervous. Thanks to medication I can control my symptoms very

well.

Now I will be asking some questions about lupus flares:

What factors increase the risk of having a lupus flare?
As I previously said, my lupus flares up whenever I don’t pace myself. Whenever I go on a plane, or have a
friend come over, or I expose myself in very hot or cold temperatures, or recovering from a surgery...

Anything that disturbs my routine usually makes my symptoms a lot worse.

How does your life change when your lupus flares up?
When my lupus flares up my comprehension becomes very poor, I find it more difficult to find words and

think straight, my stamina reduces a lot... so I need to sit quietly and sleep all day.

What is/are the most important thing/s to do in order to prevent a lupus flare?
The most important things that I can do to prevent a lupus flare are: pacing myself and avoiding the triggers.

It is also very important for me to take my medicines and to be a very compliant patient.

Can you foresee when you are going to have a lupus flare?

Yes, if I for example go in the sun I know I’1l have one!

Now that I know a little bit more about your personal experience with lupus, I would like to ask you some
questions related with your lifestyle and quality of life. Also, some questions about your other conditions and

how they complement with lupus.

Is there anything that lupus prevents you from doing? If so, what does lupus prevent you from doing?

Lupus prevents me from doing almost everything. It begun to stop me doing things in my twenties, and I had
to give up my work in my fifties. Nowadays [ would say that the effect of having had lupus for many years
inadequately medicated means that the progression adds up to the way I am now. I haven’t had a social life in

my life, and [ am unable to travel...

64



How do you manage to keep a good mood despite the situation?

I’ve had a lot of therapy, and I also live in a very beautiful place. I also have a very supportive husband and
sister, and I have the Lupus UK Forum! And when I was so unwell that the NHS begun to realise that I
needed to see a rheumatologist who knew about autoimmune conditions, I was psychologically and
emotionally in a very bad place. I was totally beaten up by the whole experience, and if it hadn’t been for
Lupus UK and meeting other people who could help me put my condition in perspective, things would have

been a lot more difficult. They also helped me navigate the health system, which is very important.

What role do your family and loved ones in your life have when it comes to your lupus?

Well, my dear mother, who I adore, made the strange decision to never tell me that I had lupus, and when I
told her in 2010 that I had been diagnosed with it (when I was rediagnosed), she said: But you’ve always had
lupus! However, she always made sure (since I was a toddler) that I ate healthy and took care of myself, and

my doctors now tell me that if it hadn’t been for that, my lupus would be in a much worse state now.

My husband also helps me a lot, and he specially helped me through the diagnostic process. Before the
doctors could diagnose me with lupus, they would say that all the pains that I had were due to a spine
problem. However, every time I told my husband that my pains were due to a spine problem he would

somehow know that there was something else to it. This made me become a lot more open minded.

How did the people around you react when you told them you had lupus? And how did you react when you
found out you had lupus?

It was fantastic! I took my best friend out for lunch and we had a lot of fun! At this day she still laughs at
how funny it is that I was so happy. When I told my mum, as I said earlier, she replied with a: but you’ve
always had lupus! And I said, what’s lupus? My husband said: what’s lupus? You know, neither me nor my
friends and family knew anything about lupus. When I was diagnosed for the first time as an infant, there
was such a minimal knowledge of lupus that my mother didn’t even realise it was anything! And as you look

all right after a flare-up disappears, my mother thought I was fine.
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What do you think is the toughest thing about having lupus?
It’s relentless... You will never be able to forget about it, and that really wears you down. And perhaps
alongside that it’s relentless is that it’s reasonably invisible, and due to this some people don’t understand

what lupus is.

What symptom affects you the most psychologically? And physically?
Psychologically it would be the lack of comprehension, when my brain can’t understand. I can’t cope with
anything, and as a very cerebral person it gets very hard. The lack of stamina also affects me a lot

psychologically, as it feels like you just got hit by a car, and you don’t know what’s going to happen next.

And physically I think it is about the neurological effects as well, because they affect wether or not I can

walk or stand, or how well I can move.

Do you think that having lupus has changed the way you are and the way you see things?
For sure! Certainly, knowing that I have lupus has changed the way I am. It has made me much more

confident, but, before I knew what it was, it made me very insecure.

What order were you diagnosed in with each condition?
The first one was the lupus, the second one was Diethylstilbestrol Syndrome (DESS), and next one was the

Hypermobile Ehlers Danlos Syndrome (hEDS). After that, I was rediagnosed with lupus in 2010.

Does any of your primary conditions affect negatively another one?
They all affect each other. It’s like a Venn diagram for me, it all overlaps. Having to deal with so many
conditions meant that my lupus was always flaring, but since immunology specialist diagnosed me in 2010, I

have managed to keep my lupus a lot better thanks to specialised treatments.

Do treatments for each condition have anything in common?
Yes, because they all affect my connective tissues. First of all, they are all immune disfunction conditions
and, you know, they all interrelate, they all affect each other. And due to this interrelation, I think that there

should be a correction on how all these things are classified, as they are all treated separately nowadays and
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they should be treated as related illnesses. Also, an illness should be treated differently depending on how
severe it is.

Back to the question, I am lucky that all my illnesses are responding very well to treatment, every single one.
I react very badly when a medicine doesn’t suit me, but when one does suit me then I take off, it is very

noticeable.

And finally, I wanted to end the interview with the following question:

What would you say to someone who has just been diagnosed with lupus?

I would say: join Lupus UK! I would also say that this is a trial and error process of collaboration with your
doctors. One doctor alone can’t solve it, you will be the one who works with all the doctors that help the
different systems in your body. You need to become a coordinator of your own care, and if you don’t feel that
you can bear to understand what the doctors are doing, just make sure that you get to know your body so that

you can explain them how your body feels, because nobody knows your body as well as you do.

Thank you very much for answering the interview and for letting me know about your experience with lupus.
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7. 3. INTERVIEW TO A SPANISH MALE LUPUS PATIENT

Good morning,

First of all I wanted to say thank you for answering this interview. I will be asking you some questions about
your experience with lupus.

According to what is said, there are no two patients of lupus who experience it the same way, so, today, [ will

be able to know a little bit about how lupus affects you.

To start off with the interview I would like to ask you some questions about your diagnostic process. So let’s

start:

How was your diagnostic process, since the appearance of your first symptoms until the final diagnosis?

In my case, the diagnosis didn’t have to do with me not feeling well and going to the doctor. It had to do with
the yearly tests they did to all the workers in the place where I worked. What happened was that, in my urine
test, there were three values which were not right. I didn’t give it too much importance at first, as [ thought
that those wrong values were due to the fact that I ate a lot of meat. But after a while, I went to the doctor to
check different things, so I showed him my results from the urine tests I had had done. When he saw them,
he made me do those tests again. The results turned out not to be good again so the doctor sent me to a
nephrologist, who made me do some more urine tests and now some blood tests as well. The nephrologist
also asked me some questions such as: do your joints hurt? Do you feel tired often? And this type of
questions. As he wasn’t too sure of what I had either, he sent me to see a rheumatologist. And now, thanks to

this doctor, they confirmed the diagnosis. Later on the nephrologist also diagnosed me with lupus nephritis.

The first urine test that I did was on 2014, and the final diagnosis was about one year and a half later.

What were your first symptoms? And what are your most frequent symptoms?

Consciously, I did not have any symptoms at first, because for me it was something normal to feel tired and

to have pain in my wrists and ankles. And nowadays my most frequent symptom is fatigue, and thanks to

medication [ have been able to eradicate the joint pains that [ used to have.

Now I will be asking some questions about lupus flares:
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What factors increase the risk of having a lupus flare?

For me it is probably stress, whenever things aren’t going as well as I expected or I am feeling overwhelmed.
Another thing that, in my case, increases the risk of having a lupus flare, are the routine changes. For
example, before the diagnosis, I would go out and come back home at 6 am in the morning and I would be

unable to get back to work and to my normal life until three or four days later.

How does your life change when your lupus flares up?

Well, apart from going to work I do not do any of the housework, as I feel too tired to do so.

What is/are the most important thing/s to do in order to prevent a lupus flare?
The most important things would be to avoid stress and changes in my daily routine. Also to avoid the
exposure to sun. Due to this last thing I had to quit my past job, as | worked as a gardener and this meant that

I would work under the sun all day.

Can you foresee when you are going to have a lupus flare?
I don’t really foresee it, although I can see how my personality changes just before one. I get more sensitive,

I get mad easily, | might be quieter...

Now that I know a little bit more about your personal experience with lupus, I would like to ask you some

questions related with your lifestyle and quality of life.

Is there anything that lupus prevents you from doing? If so, what does lupus prevent you from doing?
The main thing that lupus prevents me from doing is working as a gardener, which is the job I studied for. It
also prevents me from playing sports, as they cause me a lot of joint pains. I told the doctor about this so he

prescribed corticosteroid drugs. Thanks to this treatment my joint pain is much better, and I can barely feel it.

You also have to think about the fact that fatigue is always present in my life, so I can’t do things like playing

with my son very often or being very active.
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What do you think is essential to keep a good mood despite lupus?

I would say that you need a lot of mental capacity. I think that the psychological part is very important.

What measures do you think could be taken to improve your quality of life in the following fields? (Social
field, economic field, sanitary field)
When it comes to society, I think it would be crucial that there was more knowledge of lupus, this would

definitely make many aspects of lupus patients’ life improve.

When it comes to the economic field I believe it would be necessary that lupus patients had a recognised
“organic disability” by the government. This would suppose a financial help that, for example, in my case,
would let me look for a job that I like and enjoy, instead of having to work as anything possible in order to
maintain my family. If I had a recognised “organic disability” I would have probably studied something that

would let me work as something that I enjoy and, at the same time, maintain my family well.

And finally, in the sanitary field I have noticed that rheumatologist and other doctors who treat autoimmune
diseases usually focus more on more well-known diseases. This means that sometimes a rheumatologist
doesn’t know how to treat a patient with lupus. So, in my opinion, there should be multidisciplinary units in
every hospital. This would mean that many different doctors with different experience could work together,
which would prevent patients from having to go from a doctor to another, and having to explain how the
disease affects them so many times to so many different doctors. It would also be really helpful to have a
General Practitioner for lupus patients, so, in case anything happens to a lupus patient he or she can visit this

doctor.

What role do your family and loved ones in your life have when it comes to your lupus?
My wife is always making sure that I do not spend too much time in the sun nor get too tired. And same with

my parents, although as [ do not live with them it is only when I spend time with them.
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How did the people around you react when you told them you had lupus? And how did you react when you
found out you had lupus?

At first they were very confused because they did not know what lupus was, so I had to explain it to them.
But they were never scared nor worried, as in my family we try not to give too much importance to diseases

and illnesses.

Well, at first [ did not know what lupus was either, and I was very confused. I remember visiting the
rheumatologist once and telling her that I smoked, and then she asked: are you sure you know what lupus is?
She asked this because the way that lupus affects me makes smoking very bad for my health. But of course I
had not idea what lupus actually was! Doctors had been telling me not to look it up on the internet, but they

never explained it to me either. So I didn’t really know what I had and what I was going to experience.

What symptom affects you the most psychologically? And physically?
Definitely, fatigue. [ managed to get rid of my joint pains thanks to treatment, as I said earlier, and I have
lupus nephritis, which is something I don’t even notice. So fatigue is definitely what affects me the most

psychologically.

And the symptom that affects me the most physically is also fatigue, as it is the one that I feel and notice

more often.

Do you think that having lupus has changed the way you are and the way you see things?
I reckon so. I had to stop playing sport and I had to quit my job, which were things that definitely changed
me. What I have noticed the most is that I have stoped judging people by their appearance, which is

something that many people do unconsciously.

The following questions will be about how it is for you to have a disease which mostly affects women:

Have you ever not felt identified with the other lupus patients?
I wouldn’t say so. However, I do realise how most information about lupus is aimed at women. And in the
times we are living in, in which feminism is something very present, there are many women who disrespect

you whenever you refer to men.



What does it mean to you to be a man with a disease that mostly affects women?

It isn’t any problem for me. I have never cared about stereotypes, so this does not affect me at all. The only
thing that I can say about this is that, socially, there is a misconception about men being stronger and more
able than women, so maybe some men with lupus feel like they can’t do what society expects from them. But

as I said, this doesn’t affect me in any way.

And finally, I wanted to end the interview with the following question:

What would you say to someone who has just been diagnosed with lupus?

I would tell him or her that having lupus sucks, but luckily, nowadays, he or she will be able to have a
lifestyle very similar to that of healthy people. Well, as you said at the beginning of the interview, every
patient experiences lupus in a different way, but in general, I believe most lupus patients are able to a have a

pretty common life.

I mean, [ would make clear that since the beginning of the diagnostic process until when the doctor manages

to find what medications make you feel at your best, it really sucks. But once this time is over they don’t

need to worry too much, because, as I said, they will probably be able to have a pretty normal lifestyle.

Thank you very much for answering the interview and for letting me know your experience with lupus.
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7. 4. INTERVIEW TO A BRITISH MALE LUPUS PATIENT

Good morning,

First of all I wanted to thank you for answering this interview. I will be asking you some questions about
your experience with lupus.

According to what is said, there are no two patients of lupus who experience it the same way, so, today, [ will

be able to know a little bit about how lupus affects you.

To start off with the interview, I would like to ask you some questions about your diagnostic process. So let’s

start:

How was your diagnostic process, since the appearance of your first symptoms until the final diagnosis?

Basically, I had various symptoms over a five-year period, and what happened was that my symptoms were
being treated individually. I had eye problems, joint pains, and other symptoms, and I went to different
specialists for several years. Then I was unable to work for some months due to all of my pains, so I decided

to visit a theumatologist, who diagnosed me with lupus in only five minutes.

What are your most frequent symptoms?
My symptoms are very much controlled now, I don’t have any, really. I am on hydroxychloroquine and

everything is controlled, apart from four years ago when I had to have a heart surgery.

Now I will be asking some questions about lupus flares:

What factors increase the risk of having a lupus flare?
I haven’t really had any since it is controlled, and in the past I had them because I wasn’t diagnosed and I

wasn’t taking medication.

How did your life change when your lupus flared up?
If I had a very bad flare it would even be difficult for me to walk across the room. I would have heavy
fatigue, sweats, fevers, etc. I would also get very bad wet eyes which made it very difficult to focus. So lupus

flares had a big impact in my life.
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Could you foresee when you were going to have a lupus flare-up?

No, it just happened, it’s not like I start getting more symptoms, it just appeared all of a sudden.

Now that I know a little bit more about your personal experience with lupus, I would like to ask you some

questions about your lifestyle and quality of life.

Is there anything that lupus prevents you from doing? If so, what does lupus prevent you from doing?

Nowadays, thanks to the medication, there is nothing that lupus prevents me from doing. I have a pretty good
diet, which I think also helps. I am able to go on walks several days a week, and I can do many other things.
So my lifestyle would be pretty much the same as if I didn’t have lupus. I understand that for some people

lupus has a bigger impact in their life, although my lupus is largely controlled.

What do you think is essential to keep a good mood despite lupus?
I think that you need a good diet. You should also do things that you like, as if lupus wasn’t there, as long as
this can be that way, because, if you don’t do so, it is very difficult to have a happy life. Exercise is also

extremely important, and it has personally helped me a lot.

What measures do you think could be taken to improve your quality of life in the following fields? (social
field, economic field, sanitary field)
As lupus is not affecting me largely I can’t think of anything that could be improved. However, I understand

there are other lupus patients whose lupus is worse and affects them more, so they might need extra help.

What role do your family and loved ones in your life have when it comes to your lupus?
Before 1 was diagnosed my family helped me out a lot, but not so much anymore, as my lupus is now

controlled.

How did the people around you react when you told them you had lupus?
I think that when [ was diagnosed my family and friends were relieved, because I had had several symptoms

for five years, and knowing what it was was more of a relief than anything else.
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What do you think is the toughest thing about having lupus?
For me there isn’t too much, but ordinarily I think it is probably that you never know when your lupus is
going to flare up. Also fatigue and tiredness. For me the toughest thing throughout the whole time I have had

lupus was when it affected my heart, as I had to undergo surgery. Luckily, I am feeling fine nowadays.

What symptom affects you the most psychologically? And physically?

At the moment none affect me really. In the past it probably would have been fatigue, as it can impact you a

lot.

Do you think that having lupus has changed the way you are and the way you see things?

I don’t know, I think that since I have it I tend to help charities more. Actually, nowadays I raise money for

lupus by preparing events. I am also part of the Lupus UK staff.

The following questions will be about how it is for you to have a disease which mostly affects women:

Have you ever felt not identified with the other lupus patients?

I don’t really think about it, to be fair.

What does it mean to you to be man with a disease that mostly affects women?

It doesn’t mean anything! It has no impact.

And finally, I wanted to end the interview with the following question:

What would you say to someone who has just been diagnosed with lupus?

I would say that the treatments are quite good these days, and that you can have a normal life with lupus.

They just need to live life, do exercise and take all their medication. With treatment they will be able to go

back to a normal life without nearly any pains.

Thank you very much for answering the interview and for letting me know your experience with lupus.
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7. 5. INTERVIEW TO A SPANISH FAMILY MEMBER TO A LUPUS PATIENT
Good morning,
First of all I would like to thank you for answering this short interview for my Research Project. In this

interview I will be asking you about your experience with lupus. So let’s start:

How long have you lived with a person with lupus for?

I have lived with Manoli for 11 years now.

How does lupus affect your life?
I can easily adapt to everything, really. However, | had always wanted to have children, and Manoli had
always been sure that she would never have a child, because she feels like it would not be compatible with

lupus. But when I met her I had to give up the idea of having children, which I think was worth it.

What challenges does your family member with lupus face often? How can you help?
There are many challenges she faces daily, so the only thing I can do to help is to keep her in a good mood. I

also need to remind her that whatever people think is irrelevant to us as long as she feels well with herself.

Can you foresee when your family member is going to have a lupus flare? If so, how do you foresee it?

Luckily, since I have met her, she hasn’t experienced any lupus flare.

What aspects of your life have changed due to lupus?
I don’t think anything too relevant has changed. The thing I enjoy the most doing is travelling, and we have

been able to travel a lot. So, as I said, I don’t think anything has changed too much.

Do you think that lupus affects the mood your family member is in? How?

Well, her mood doesn’t change that much, although she does get worried a lot more. For example, if she has
any pain, she gets very nervous and worried about it. However, that’s the only thing I can see. She takes it
very well and accepts it, which is very important, and she manages to put a smile on her face pretty much all

the time.
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Do you think that the family member’s role is ignored? If so, what could be done about it?
If you are a relative to a lupus patient you need to stop thinking about yourself in these situations, like
wherever people know what you do and how you help the family member with lupus. The most important

thing is that you support the person with lupus and that he or she does not feel alone.

Thank you very much.
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7. 6. INTERVIEW TO A BRITISH FAMILY MEMBER TO A LUPUS PATIENT
Good morning,
First of all I would like to thank you for answering the following questions for my Research Project. In this

interview I will be asking you about your experience with lupus. So let’s start:

How long have you lived with a person with lupus for?

It will be 19 years this year, as my daughter was diagnosed with lupus in 2001, aged 15.

How does lupus affect your life?
We provided extra support so that she is able to have a balanced life and plenty of rest at the weekend. She

works full time as a solicitor and she recently got married.

What challenges does your family member with lupus often face? How can you help?
Making sure that she can get her medication, especially during Covid-19. Her husband and I help her with

driving to work if she has a flare up.

Can you foresee when your family member is going to have a lupus flare-up? If so, how do you foresee it?

My daughter knows it first and adjusts her medications.

What aspects of your life have changed due to lupus?

Mainly allowing a few extra hours of time per week to provide support.

Do you think that lupus affects the mood your family member is in? How?

Not very often. Occasionally my daughter will not attend an event if she is very tired.
Do you think that the family member’s role is ignored? If so, what could be done about it?
No, it’s not ignored. Occasionally some medical professional appears to be unsympathetic to the needs of

lupus patients.

Thank you very much.
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ANNEX VIII. DYNAMIC GRAPHICS AND DYNAMIC TABLES USED TO ANALYSE THE DATA

FROM THE PATIENTS’ POLL

79



%E9°0 %ES'T %896 AN m
%E9°0 %9T'€ %0T'96 uteds m
A
e EILE] 9lewa4
01 10U Jajald
—_—— %000
%00°0C
%000
%0009
%0008
%00°00T
%00°0ZT
x9S
%€9°0 %€9°0 Aes 03 10U J3j3.d
%EST %9T'E 9leN
%¥8'96 %0C'96 9|ewsa4
nn uteds

Aes 01

x9S

Jou J9jald 9|eA 9lewa4

9ouapIsaJ jo Aluno)

91€

S0¢
|elol

8ST 8ST
T T
12 S
€ST 143
aN ureds

euwnjod ap mmuws_u_um

— —— 0
0c¢
ov

ANm
09
uleds m 08
00T
oct
ot

09T
08T

dweisawi] ap eyuan)

|erol
Aes 03 10U J9ja.d
STEI
dlewaS

e|y ap seranbn3
dwejsawi] ap ejuan)

80



%EV'V %99°CT %8€'0€E
%€9°0 %EE'9 %S8LT

14 € [4 T 0
I - —— —— ——

%CLLT %18VE
%8Y'8C %TL9E

UaJp|Iyd 40 JaquIinN

Nm
uieds m

%000

%00°S

%00°0T
%00'ST
%00'0C
%00°'ST
%00'0€
%00°'S€E
%00°0v

%EV'V %E9'0 14

%99°CT  |%EE'9 €

%BE0E  |%S8LT [T

%CLLT  |%8¥'8T [T

%I8VE  |%TL9E |0
nn uteds

uaJp|Iyd Jo JaquinN

Q)
O@@o
N © A A Q
- - 0

Nm u —- — o1

uleds m 0¢

auaplisad Jo Aiauno) 0€

(017

05

09

0L

dwelsawi] ap eyuan)
9TE 891 8ST jelol
T T (ooue|q ud)
8 L T 14
(013 0¢ (0] €
43 15174 144 [4
€L 8¢ 174 T
(4N 12 89 0

leloL N uteds e|y ap seranbn3

euwn|od ap selanbily  dwejsawi) ap ejuan)

81



%CLLT %CLLT %IV %ST T INm
%YELE %VS€EE %68°0C %ET'S uredsm
Ao 8ig Ad ||lews umo] |eany
%000
- %00°S
%00°0T
%00°ST
%000
%00°S¢C
%00°0€
%00°GE
%0001
%00°St
¢9A1] NOA OP JUSWUOJIAUD JO pUly }BYM U]
%CLLT |%YE'LE Ao 3ig
%CLLT |%YS'EE A jlews
%Tv'ty |%680¢ UMOo|
%ST'CC %€’ |edny
in uleds

2dUudpIsaJ Jo Aiauno)

9T¢E

00T

18

514

L8
|elol

8ST

L9
8¢
S€
8¢

AN

8ST
133
€9
€T

69
ujeds

£3AI| NOA OP JUBWIUOIIAUS JO PUB| JBYM U]

euwn|od ap seyanbni3

(sauenqgeyui(siueliqeyul (sauelqeyul
000°'ST 000°00T 000°00T
-000'T) - 000°ST) ueys aJow)
UMo] Awd lews |eany Ao 8ig
Inm 0
d (0]
uledsm (174
(013
(014
0s
09
0L
08

dwejsawi] ap ejuan)

leiol

(sauenqeyul 000'ST - 000°'T) UmoL

(saueygeyul 000°00T - 000°ST) A¥d jlews

|leJny

(saueligeyur 000°00T Uey3 aiow) Ao Sig
ejyy ap seanbn3

dwejsawi] ap ejuan)

82



%0L'S
%65°L

%€9°0
%000

%L9'€6
%16

(315) snorewayiAis

d -3
sndn| wEIsAS sndn| paonpul-3nig

m:QD_ snosueiln)

éaAey noA op sndnj jo adA1 1eym\

nm
ureds m

%000
%00°0T
%00°0C
%00°0€
%00°0%
%0005
%0009
%000
%0008
%0006
%00°00T

%L9°E6 %IV'C6 (371S) snorewayiAia sndn| o1wa1SAS

%€9°0 %000 sndn| paanpui-3nig

%0L'S %6S°L sndn| snoauein)
n uteds

INm
uleds m
2UdpIsad Jo Aspuno)

9T€ 8T
76¢ 8v1T
T T
T¢C 6
[elo)L N

euwn|od ap seianbilg

éaney noA op sndnj Jo adA1 1eym

(319)

snojewayihia
sndn| sndn| sndn|
J1WalsAS  padnpul-8nig snoauein)

8ST
14

[4%

- 0
0¢
oy
09
08
00T
ozt
ovT

dweisawi] ap eyuan)

|elol
(371S) snozewayiAia sndn| 21wa1SAS
sndn| pasnpul-3nug
sndn| snoauein)

el ap sejanbn3
dwejsawi] ap ejuan)

uleds

&3



%08'E | %6¥'6  %0L'S %9L'OT %EQTT %6C'ET %6ETT %60°LT %988 %6S'L  MNM ¢SwoldwiAs 15114 INOA pey NoA usym noA a1am pjo MoH
% ‘ % ‘ % ‘ % ! % ‘ % ‘ % ‘ % ‘ % ! % ‘ d
%EI0  %EC'8 %6TET %6V'6 %CB'ST %60°LT %CI'6T %6SL %EE9 %06'T uledsSm DS & § O\VC 0\_< PP )
0\> o/A o/A o/A o/A o/A o/A o/A o/A o/A 6-0 $ AA 6@ E&LTLTETE &0 )
9+ | 09-Sy  vv-OF 6E-SE  VE-OE 67-SZ tZ-0C 6I-ST  ¥I-0T ) B N T
H %00°0 om« om« o% os« oov Oov os« oov o% os«
- _ _ _ _ _ 0/ O/ 0/ 0/ O/ 0/ 0/ O/ 0/ /
%00 B e
nm _ _ I .
%00°0T uedsm o1
2ouapisadl Jo Ainuno) ST
%00'ST
0¢
%0002 a¢
(013
%00°'SC 13
¢swoldwAs 1541} JInOA pey noA usaym noA asam pjo moH dwejsswi] ap elusn)
9T€ 8ST 8ST |elol
%08'€E %€9°0 o/A 09+ 8¢ ST €1 plo sieaA 09-Sy
%676 %EC'S o/A 09-S¥ o€ 6 144 plo sieaA yi-0v
%0L‘S %6C‘ET o/A vv-ov [43 LT ST plo sieah ge-S¢
%9L'0T %616 o/A 6€-S€ 4% 6T S¢ plo sJtedh ye-0¢
%E0CT %C8°ST o/Ave-0€ 81 TC LT plo sieah 6Z-S¢
%6C'ET %60'LT o/A 62-5T 6 8T € plo sieah yz-07
%6ETT %C96T o/Avz-0t 6€ Le [4) Plo siedA 6T-ST
%60°LT %65 'L o/A61-ST 144 14 ot plo sJedh yT-0T
%98°8 %EE9 o/AyT-0T ST [4) € plo sieah 6-0
%6S'L %06'T o/h6-0 L 9 T plo sieah 09+
nn uteds lelo} NN uteds ejl ap seanbn3

euwn|od ap seidnbig  dwelsawi)] ap euan)

84



YNm uledsm
>
%v %\v > &
RS X G
Ko & & & SRS
$ S & »
NN RN P E
%f/ RS O/d % A K OO/
R S O 8 S
o R IR R L SN X P e
I R T T S RN A ) S o )
NPT O E RO DE O
RN AR S PN ST I S A IR SR S N
- %000
I " 6
— — — ] — — — — %00°0T
%00°0C
%00°0€
%0001
%00°0S
%0009
¢swoldwAs 1541} JNOA 219M 1By
%ET0T %L 'EC 1Y10
%S9°TE %TOTE 1y81juns o3 Ayasuas
%6S°L %99°CT SJapJosIp [euay
%LS'SY %YTTY saysey
%S1'TC %6C €T $3903} 40 s133uly 9|dund Jo 3jed
%90°SS %EE9S sjutof ay3 ui Suljjams Jo uled
%TS'0V %6 vy uted ajasn|A
%CE'ST %S0'vC $310S YINOA
%988 %6T'ST Suifjams 83
%C6'ET %ST°CC sJ9pJosip [ediSojojewaH
%SE8T %CLLT 50| JIeH
%C6ET %9v9T JEYEY
%TS'TC %ET'0T uojjewe|yul Jo ssauAip aA3
%EE9S %Iv'Cy an3ie4 paduojo.d Jo swaJIx3
%ES'T %90°S 510D
%95 VT %6C'ET uted 153y
AN uleds

20UuapIsal Jo Asauno)

8¢CT
66
[43
LET
99
91
€9
SeT
8L
8¢
LS
LS
114
0§
94T
[4"
144

lelol

éswoldwAs 3511} JNOA 319Mm 1Y

> >
/«u/v&«d O@&\VO/V/A.\ OVGwﬂT
& o Yo > 2
IR ey N & 2P
S BN N ER S =R K¢
& &8 Q SN RO SRR ?
N Poa® &0 VS Vo> & o O o
Nm %,o & so,.,nu .@0& > @ O/J.Go/ & sﬂ.yo&.@ QO/%.\
|} O
uleds m -— — i —— — —— | | —— o1
0¢
o€
(014
0§
09
0L
08
06
00T

€19 ST9
0s 6V
[4) 0¢
[44 S9
S€ T¢
L8 68
9T LE
¥9 TL
ov 8¢
T 144
[44 S€
6¢ 8¢
[44 9¢
Ve 91
68 L9
14 8
€¢ T¢
N uteds

euwnjod ap mﬂu@:—u_uw

dwejsawi] ap eluan)

jexol

1y31] 1ua2sasonyy 40 y31juns 01 AJAIISUSS
SJ9pJOSIp |eudy

saysey

$901 Jo su93uly 9)dund Jo 9jed

sjutof ayi ul Sulj|ams Jo uled

9410

uled 9|asn|A

S90S YIno\|

Burnjems 39

(etwaue *3°9) suapJosip |ed180|01eWaH
Sso| JIeH

J9N94

uollewejyul 10 ssauhup aA3
an3ney paduojoud 40 swauIx]
$101D

uted 1s9yD

e|ly 3p seyanbng

dwejsawi) ap ejuan)

85



NNm uedsm

_. ____f___.______.__77-.__

¢swoldwAs uanbauy 3sow JnoA aJe ey

%E0CT %ET'0T 19410
%0L‘SS %LV LY 1y3ijuns 01 Ayiaisuas
%E0'CT %C9'6T swajqoud |euay
%1S'0Y %L8'6€E saysey
%T0'TE %60°LT $903 40 s4a8uyy 3jdind Jo 3ed
%8v'8L %S8°LL syuiof 3y uj Suijjams Jo uled
%6V°6S %06°TS uted appsnin
%vC'6€ %L6'LE $310S YINOA|
%ET'0T %STCC Suljlams 891
%8LTC %SC'0T saljjewJouqe d2180|01eWaH
%VT'6€ %T6°TE sso| JieH
%68°0T %E0'TT J9n94
%YTTY %8€°0€ uolewejjul Jo ssauhup aA3
%859/ %61°S9 ansey paguojoud Jo awauix3
%9T‘E %90°S s10D
%S0'vC %ST'CC ued 1s3y)
N uleds

%00°0

%00'0T
%00°0C
%00°0€

INm

uleds m

9ouapIsal Jo Aluno)

voLT
€97
0s
LT
9L
A4
S€
9T
[44"
1S
89
vit
[4°]
€Tt
1444
€T
€L
erol

568
88
61
¥9
6t
149"
6T
v6
9
9T
9¢
9
€¢
59
114"
S
8¢

euwn|od ap selanbng

AN

0
77 1 _7 __ __ 1 77 = ._ __ = L 7_ = 0z
ov
09

¢swoldwAs juanbauy 1sow JNoA aue ey

> @ >
AV S
© o> @Ov
N D O X X ©
N> SO R O e
LR &P NN L
PR F Lo 0 @ & > 0D
R R R R R >

0d1jeJ3 |9p 0Ny L

608

SL
123
€9
Lt

€T

91
8
09
S€
[43
[4°]
6T
8y

€0t

8
S€

uleds

dweisawi] ap euan)

|erol

1y31| Juddssasonyy 40 y31uns 01 AUAINSUSS
swajqoud |euay

saysey

$90} 40 s423uly 9|dund Jo 3jed

sjuiof ay3 ul Suljjams Jo ujed

19410

uied 3asn|A

$9J0S Yo\

3uljjoms 391

(erwaue *3°9) sanyjewJsouqe d130|01eWIH
Sso| JieH

SEVER]

uoljeweljul Jo ssauAip aA3
an3iie} paduojoud 10 swaJIx]
S10|D
uled 1s9Y)

e} ap sera@nbng
dwejsawi] ap equan)

86



%97'9T %LY LY %6C'ET %95 VT
%680 %68°0C %ET'8 %S0T

Mmouy| 0T ueyl

Jouop| | aion 0T 019 gorg

- %000

- B - %00°S
%0001
%00°ST

%EE'9
%CLLT

¢i0T

%06'T ynm
%€0‘CT  uledsm

3uoN

%00°0C
%00°ST
%00°0€
%00°GE
%0001
%00°'SY
%00°0S

¢SJ1edA 9Al) 1Se| Y3 Ul pey aney noA saue|y Auew moy |93 NoA pjno)

%9%'9T %68°0C MO 10U Op |

%LV LY %68°0C 0T Ueyl aJo

%6C €T %EC'S 0T 019

%9S VT %SC'0C GO€

%EE'9 %CLLT zioT

%06'T %€0'CT SUON
N uleds

$SJedA DAl 3SB| BY3 Ul pey aAey noA sauely Auew moy |91 hoA pjno)

(0]8 mou
SUON  UBYIaIO|N Jouop| QT 019 golg zi0T

- - 0

—- — o
AN E 0¢
(019

uleds m
20UapIsal jJo Asauno)

dwejsawi] sp ejuan)

91€ 8ST 8ST |exol
44 € 6T duoN
80T SL €€ 0T ueyl aIo\
6S 9z €€ Mou| J0U Op |
143 1C €T 0T 019
sS € 43 gorg
8¢ 01 8¢ ziot
lelog AN uteds ejl ap seranbng

euwn|od ap seianbiny  dwejsawi) ap ejuan)

87



%ET'8
%EE'9

#y10

%LY'LY
%9885

Sunsay
auun

%1506 %TS'TT
%1v'T6 %8E'0€

=
VNV) sisal | Asdoiq upjs

oyads

%ET'0T
%6T°ST

Asdoiq
Asupiy

%8S9L
%S6'ST

1591 poojq | weiSoipJed

[C2EIED)

%ET0T %TT'LT
%S0T %TT'LT

Ael-
04129|3 X33

ésndnj jo sisouselp ay1 WJuod 03 JOPJO Ul INO P3LIIED DJIM SIS9) YIIYM

%ET’8 %EE9 13410
%LV LY %9885 Sunsay auun
%1506 %1Iv't6 (" VNV) sisa| oiy109ds
%CSTC %8E‘0E Asdoiq uiys
%ET0T %6T'ST Asdoiq Asupry
%85°9L %S6°SC 1591 pOO|q |eJaUdD
%ET0T %S2'0C weJsdolpaed 04329|3
%TT'LT %CT'LT Aea-x 159D
AN uieds

ANm
uleds m

%000
%00°0T
%00°0C
%00°0€
%0001
%0005
%0009
%00°0L
%0008
%0006
%00°00T

ANm
uleds m
22UdpIsal Jo Aiauno)

868 9
891 SL
68¢ vl
4} 143
€C €T
ov 91
9T 11
514 91
98 114
|elol AN

ésndnj Jo sisouSelp 8y} WIJUOD 0] JOPJO Ul INO PALLIED 3JIM 51531 YDIYM

? W@ < >

="
0c¢
o

0d1jeJ3 |ap oL

LEY
€6
9T
174
(0]8
144
v
[43
(274
uleds

euwn|od ap seyanbn3

dwejsawi] ap eyusn)

|erol
8unsal auln
(""¥N3 ‘YNASP ‘YNV) S9Seasip aunwwiolne oy S1s9]
Asdoiq unys
19410
Asdoiq Asupry|
1593 pO0|(q [eJaudD
weJsSo1pJed0J3i9|3
Aea-x 1s9y)
ey ap seyanbng
dwejsawi] ap ejuan)

88



%90°SS %6T'ST %E0CT
%vy'SE %6C°ET %6C'ET
sieaA 7+ sieah z-1 syiuow zT1-9

ésisoudelp

%ET'8
%CSTC
syjuow 9-¢

%676 Nm
%9191 uleds m
syluow ¢-0 ,

- %00°0

- %00°0T

%0002

%00°0€

%000t

%0005

%0009

|eut} 9y 03 swoldwAs 3541} 9y3 Jo aoueseadde ayy wody el | pip 3uo| MOH

%90°SS %bP'SE sieah 7+

%61°ST %6C'ET siedh z-T

%E0CT %6C'€T syiuow ¢T1-9

%ET' %CS'TC syjuow 9-¢

%676 %9191 syjuow ¢-0
AN ujeds

ésisouselp |euly ayy 03 swoldwiAs 1s414 8y} Jo adueseadde ayy wouy axel | pip Suo| MoH

9oUapISaJ Jo AJuno)d

9T¢€

ov

Ly

14

v

evl
jelol

dnm

uleds m

8ST
61
€1
ve
ST
L8

syiuow syuow sseaA syjuow siseah

c1-9 9-€ 1

8ST

T¢

143

T¢

9¢

9S
an uleds
euwn|od ap sejanbn3

0
EEEEE
0¢
0€
ov
0s

€0 +

(0[0) %

dweisawi] ap ejusn)

|eiol
syuow z1-9
syuow 9-¢
sieah z-T
syuow €-0
sieah z+
e[y ap seianbn3
dwejsawi] ap ejuan)

89



YNnm uledsm
N $ N P ~
$ & & F & & F
N © ° SR S
gL £ £ K & £ &
S S % S S S S
- - L - - —— %000
%00°0T
%00°0C
%00'0€
%000t
%0005
%0009
%00°0L
%0008
ésisoudelp ay3 pawuiuoa 3sijerdads |eaipaw Yaiym
%90°S %969 19410
%89vL %tY'SE 1s180j03ewnayy
%000 %€9°0 1s18ojouow|nd
%000 %LT'T 1s180j04naN
%0L‘S %08°¢E 1si8ojoaydaN
%€9°0 %81 VE 1siuidyul
%99CT %60°LT 1s130]01eWIaQ
%LT'T %€9°0 1s130j01pJe)
in ureds

9T
vL

61

ST

SS
Ly

ésisoudelp ayl pawuiuod 1sije1ads [ealpaw YaIymm

>
R QO
/vvﬁ/ Ov/
Q /VO
SRS
> o & 2
AN
- -
N m o
uledsm

92U3pIsaJ Jo Asauno)

€ 8ST 8ST
T 811 99

0c¢ LT

|e1o) n uteds
euwn|od ap sezanbn3

S
4 &)
> P > &
N ® R
O - o o™
o F o o

-\ N\, N\ N\

00T
0ct
ort

dweisawi] ap eyuan)

|erol
1s130j01eWN3YY
1s18ojouow|nd
13410
1s18o0j04naN
1s18oj04ydan
1S1UJ91U|
1s130|01eWIQ
1s13o|01pJe)

e|i} ap seianbng
dwejsawi] ap ejuan)

90



%SC'0L
%9L'09

SaA ON

%SL'6C
%YvT'6E

$SSau||l Jayjoue aq p|nod
3uly3 40300p Aue pip ‘sndnj jo sisouelp ayl SuiwJIU0D 310499

INm
uleds m

%000

%00°0T
%00°0¢C
%00°0€
%00°0Y
%0005
%0009
%00°0L
%0008

%SC'0L %9L'09 SIA
%SL'6C %Y '6E ON
nn uteds

$SSaU||I Jayjoue g pinod 3 3uiyl J03d0p Aue pip ‘sndn| jo sisouselp ay3 Sujwuod 210499

S9

A N
0
0¢
dnm oy
ujed
leasm 09
92UdpIsad Jo Aiuno)
08
[0]0)%

oct

]

dweisawi] ap eyuan)

91€ 8ST 8ST |exo)

L0T 1T 96 SOA

60T Ly 29 ON
lelo) nn uteds e[y ap seianbn3

euwn|od 9p seyanbny  dweisawi) 9p ejuan)

91



dNm uedsm
(o)
g > Ry
? Q& X
/4«0 /vv/ /@/Y ®¢ 0@4
Q o N Q& X N\
> > o o o ~N
o™ N oY N N R

- —_ %000
= [ | o
LR - - - _ B %00'0T

%00°0C
%00°0€
%000
%0005
%0009
%00°0L
%0008
%0006
%00°00T
¢Alien3au 1sIA noA op s/asije1dads |eaipaw Yoy
%C8’ST %95 VT J3Y10
%1988 %ESCS 1s180j01eWNAYY
%0L'S %EV'Y 1s18ojouow|nd
%EST %93°8 1s180jowjeyydo
%6S°L %C6ET 1s180j04naN
%6¢C°ET %S20T 1s180jo4ydapn
%LT'T %¥8‘9y 1siuIR1|
%ST'0C %85°9C 1s180j03eWIRQ
%EE9 %ET0T 1s130|olp.e)
AN uleds

INm
uleds m
92UdpISaJ 4O Auno)

899
€cc
91
8y
8T
143
€9
9L
vL
9¢
jelol

x

§SS9¢
ot

S¢

4"
T¢

[43
ot

¢Alden8au 1isiA noA op sisijerdads |ealpaw YdIymm

N X
%% o%/% %@9 & %% R @%o,%o
&% @% O o &% &oxo & &oxo &o/o.
R A A T S A
| L - - 0
nrial _ 1 .
ov
09
08
001
ozt
ovt
091
0d1jeJ3 |ap 0[N L
dwelsawi] ap ejuan)
€TE jelol
€8 1s180|018WINBYY
L 1s13ojouow|nd
€¢ 19410
) 1s18ojow|eydo
r44 1s180j04naN
43 1s130j04ydaN
vL 1siuiau]
r4v 1s130|01eWIQ
9T 1s18o|o1pJe)

nn uteds e|l ap sejanbng
euwnjod ap mmumz_u_um_ n__.:mumw_.:_._. 9p ejuan)

92



YN m uedsm
S 3
o,“u),
Q-
/v@&\ N QA
S
o7 ooww & o® i S
%&/x ° S & & S
Q & > & &N N
4«0} & o/nw @/ﬂ;/ 5 &
& R & R & R Y
> & o & @ & &

— - . | A&OOHO
%00°0T
%00°0¢C
%00°0€
%000t
%0005
%0009
%00°0L
%0008
%0006
%00°00T

éshepemou aye1 noA op s3nup 1eym

%8LTC %CLLT 13410

%9T‘E %E9°0 QUON

%LLTY %878 sSnup Alojewejjui-inue [epI0JdIS-UON

%0005 %L8'6E syuessasddnsounwwi|

%8T Ve %EE9G s3nJp p1049315021340D)

%99°CT %6ETT saidesayy |eaisojoig

%EE9 %8TVE s8nJp anogquoIYINUY

%8€'08 %TL'98 s8nJp |elejew Uy

nn uteds

90U3PISaJ JO AJ3uno)

(43}
9
11T

[474"

(374"

8¢

9

¥9¢
1erol

¢sAepemou axe1 noA op s3nup 1eypn

QA
& ooov%/ o/)woo o/o/ﬁwv %;w S
ot & &L @%o o,wvo @%/.
Y  F N &
o @A%, N @m&&v «oO/ O@«@/Y voo/ %&\.
& o/,v > & & @ & &
n= - e o
uleds m — — — ob
09
08
00T
oct
ovl
091

L6E
9¢
99
S
6L
vS
0¢
0T
LTT

oolye.d [ap ojny1

dwelsawi] ap ejuan)

SEv |elol
8¢ ECRIO]
Sy s8nup AJojewejui-1jue |epI0Ja31S-UON
T 9UON
€9 sjuessaisddnsounwiwi|
68 s8nJp p104315021140)
8T saldesayy [ea13ojolg
1S s3nJp o130qWoIYIIUY
/€T sSnJp |elejewiuy
N uteds e|yy ap seranbn3

euwinjod ap sejanbn3j dwejsawi] op ejuan)

93



JNm uledsm

éluswieall yum panosdwi aney swoidwAs yaiym

%6Y'6 %969 1RY10
%ET'8 %9L'0T SUoN
%99°CT %EV'V 1ySijuns 03 Auanisuas
%676 %60°LT sJapJosip |euay
%80°9€ %SL6¢C saysey
%67'6 %EE9 $901 J0 su98uly 3)dind Jo 3jed
%08°ES %£9°0S sjuiof ay3 ul Suljjams Jo uied
%80'9€ %S8°LT uted apsNA
%6T'ST %60°LT S90S YINOIA
%EST %ET0T Suljjams 891
%ET'8 %6ETT sJ9pJosip |ediSojojewaH
%60°LT %969 sso| JIeH
%6C €T %E0CT FEYEN]
%616 %90°S uoljewejyul Jo ssauhup aA3
%S6°GT %SEST angiey paduojoud Jo swauIx3
%08°E %EE9 s1o)
%95 VT %ET'0T uted 1s3Y)
in ureds

%000

%00°0T
%00°0T
%00°0€
%0007
%0005
%0009

8178
Lz
[474
v0T
S¢
S91
9C
0€
10T
1S
0c
123
8¢
ov
€C
0L
91
6€

9ouapisal Jo Aluno)

jerol

¢luawiealy yum panosdwi aney swoldwAs yaiym

w o
@ Q
2 ]
= o 9
=7 33 m
< m 29 z 2 ¢ W ®
S 5 T 2 o & 3 o I @)
=3 o = e < e — 2 = >
A 1) o =+ 2 o = o
m g z W... W o = o W M o M. n m m a &
T 5 >3 ® 3883535280253
nm 232 352858 @ 28 %8875
"- H H | H H H - O
ureds m _ g _ | __ I __ TR __ o1
0¢
0€
ov
0s
09
0L
08
06
021443 [9p 0|1 L
dwejsawi] ap ejuan)
1517 L6E |elol
0z L 1y31| 3uadsaJony)y Jo ySijuns 03 ANAIISURS
ST LT SJ9pJOSIp |eudy
LS Ly saysey
ST ot $901 J0 su93uly 9)dind Jo ajed
S8 08 sjutof ay3 ul Sulj|ams Jo uled
qT T J9Y10
€T LT QuoN
LS 1474 uted 3pasn|A
144 LT $340S YIno\
14 91 Buijjams 391
€1 8T sJ9pJosip |ediSojojewaH
LT 1 Sso| JleH
TC 6T J9N34
ST 8 uolnewejjul 4o ssauAip aA3
1A% 6C angiey paduojoud Jo swauIx3
9 0ot s10|D
€C 9T uted 1sayD
N uteds ejl ap seyanbn3

euwn|od ap seyanbng

dwejsawi] ap ejuan)

94



JNm uedsm
> >
& & > S
© o R 2
© O Y > R S?
» RN 9 N
3 N S E RS
& 2 N 39" 7
N R N % N KON
R OSSR NN S N2 NS
o 0/ RN & O % 0/ N ) Re)
I SO I I ) SN P
N P ERNRDE 0D
R o I S . O - N
= " -— o= -— 5§ "N "§ N §j| " C® @ = %000
%00°0T
%00°0¢
%00°0€
%000
%00°0S
%0009
%00°0L
%0008
$1UBWIEaI] YUM paledipels uaaq aney swoldwAs yaiym
%LT'T %08°€ 13410
%S0V %ET8S UON
%E9°0 %EST 1ySijuns 01 Ajanisuas
%9T‘€ %EE’9 SJapJosIp |eudy
%65‘L %E0CT saysey
%LT'T %06°T $203 Jo sua8uly 9|dind Jo 3jed
%EE’9 %99°CT sjulof ay3 ul Suljjams Jo uled
%06'T %0L'S ured ajosnin
%90°S %EV'Y $310S YINON
%EST %EV'V Suljjams a1
%ES'T %90°S SJapJosip |ediS0j01eWaH
%90°S %90°S Sso| JieH
%0L'S %988 19N34
%06'T %9T1'€E uonewejjul Jo ssauhip aA3
%LT'T %EV'V an3iie} paguojo.d Jo swaJIx3
%06°T %90°S s10])
%06'T %ES'T ured 153D
NN uteds

9ouapisad Jo Aiauno)

Ley

ST
1€

(013

60¢
4"
ST
1
4"
91
€C

a

elol

961

[4%

0T

L1T

N N N mMO 0 F < 0m

Inm
uleds m

an

10 3y8ijuns 03 AUAIISUIS

$1UBWIBAI] YUM paledIpela uaaq aney swoldwAs yarym

o
=R
[v]
<)
2
o
o c
(0] =
> el
L o
.z
& = @
S a o
s v Z
o =
T 2o
I- -_ -

"33 Ul SUI||3MS JO UlEd

= 49410

QuopN

_._._
<
T ©
o
3 Y
<
] 5 5
ot o o
m (]
o a 3
L] o ®
o S 0
=5Rc 5o 0
S ¢ @™ o >3 >
& & v iz T L o ™
= 0 = [ 3 a %]
5 3 2 3 g 9 -
doHWolmlowmd
o = = s )
o 5 o o o
S58@ a6 %5075
T wgrrre 0
0c¢
oy
09
08
00T
0zt
ovT

014243 [9p o|nL

T€C

< 000 ~NN~NO
i

< 00 N~ W0

ujeds

euwn|od ap seianbn3

dwejsawi] ap eyusn)

|elol

1y31| Jua3saJon|y 40 y3ijuns 03 AJAIISUSS
SJ9pJosSIp |euay

saysey

5901 J0 s423uly 9|dund Jo ajed

sjuiof ay3 ul Surjams Jo uled

13410

9UON

uled 9)asny

$940S YINo

Suljjams 891

sJapJosip |ed1S0j01ewaH
SsO| JieH

JaA94

uoljewejjul Jo ssauhup aA3
an3ney paduojoud Jo swaJl1x3
S101D
uled 1s9y)
e|ly ap seyanbna
dwejsawi] ap equan)

95



%LT'T
%9T'E

Jaquiawal
Jou0p |

%ET'8 %8E'0€ %ST'TT %L8'6€ %06'T %E9'0 %ST'CL nm

%EV'Y %I0'TE %66'8T %C8'S9 %E9°0 %EO'CT %6E'T9 uteds m
s8nip

P40 Aloewiwieu-uE sjue sSnip saidesayy sSnup s8nup

ssaiddnsounwiw|  pI0J1S021140) 2110qWOIYIIUY |elejewUY

|eploJals-uoN

— 9, ¥
. | - %000
%00°0T
%00°0C

%00°0€

%000

%00°0S

%0009

%00°0L

%0008
ésndnjasuieSe pasn noA 1eyl sSnup 1s41j 9y a1am 1By

T6S
%LT'T %9T'E J3qWIaWal 30U Op | fiY4
%ET'S %EYV'Y 1B2Y10 /6
%8€°0€ %TO0TE s3nJp Alojewwepjul-iue |ep10J31S-UON 59
%ST'TC %66'ST sjuessaiddnsounwiu] /
%L8'6€ %28'S9 S3NnJp p104931SO211I0D /9T
%06'T %E9°0 saideJayy [ea150jo1g v
%E9'0 %E0'CT s8nJp 2130qWIoIYHIUY oz
%ST'TL %6€'T9 sSnJp |elejewnuy 11¢
N uteds lelol

AN
uleds m
92uapIsad jo Aluno)

6LT
€T
8
S€

€9

Vit
an

ésndn| 1suteSe pasn noA eyl s8nup 1s.1y 9y a1am 1ey\

o
«s,n,
-
0oye.8 [9p ojnyL
dwejsawi] ap ejuan)

[4%3 |eloL
L 19410
6v sSnup AJojewwejul-jlue [ep104als-UoN
0€ sjuessasddnsounwiwi|
S J3qWawaJ J0u op |
0T $8nJp p10.49350213410)
T saldesayy |edi3ojoig
61 s3nup a1n0qwosyIuY
L6 s3nup |eejewnuy

uleds e[} ap seranbn3
BuwN|od 3p sejanbn3 dweisawi] ap eyuan)

96



%EE'9 %L6°LE %0L‘SS yNm
%ET0T %6S°LS %8C‘CE uieds m
JoquiawaJd j0U op |

I %000
. %00°0T
%00'0C
%00'0€ |
%00°0Y 9ouapisal Jo Aipuno)
%0005

%0009
%00'0L
$51094J9 apIs 01 anp Snup e 3upjel dois 01 pey noA aneH
9T¢E
%EE'9 %ET'0T Jaquiawial jou op | 6€T
%L6'LE %6S'LS ON 15T
%0LSS %8TCE SOA 9¢
an ujeds lelol

SOA O

8ST 8ST
88 18
09 16
(0] 91
N uteds

euwn|od ap seanbn3

0
g
0¢
INm os
uleds m ov
0s
09

$5399449 Auepuodas 03 anp Snup e Suyel dois 03 pey noA aneH

Jaquiawial
jou0p |

00T

dweisawi] ap eyuan)

|erol

SIA

ON

JoqWiaWwaJl 10U 0Op |
ey ap sezanbn3

dwejsawi] ap ejuan)

97



INm uedsm

] - - %000

- - - - %00°S
%00°0T
%00°ST
%00°0C
%00°ST

%00°0€

§S/2U0 YdoIym “Jagquiawal op noA ased u|
éJowAue asn 1,uop noA 1eyy 3sed ay3 ul pasn noA nup Aue saquiswal noA oq

%799 %09'E€T J3Y10
%S9°C %000 QUON
%8€T %00°0¢ s3nup Alojewwe|jul-iuy
%8Y'8C %080 syuessaisddnsounwiw|
%000 %00°0¢ sjuessasddsounwiw|
%S ‘8T %0¢'LT S8NJp p10493}SOd13I0D
%0E‘S %09°T saidesayy |eaiojolg
%v9'y %00 s3nJp on0qUIoIYIRUY
%E66 %08'CT s3nJp |elejewnuy
nn ureds

¢5/2U0 Ya1ym ‘Jaquiawial op NoA ased u| ¢asowAhue asn 3,uop noA 1eyy 1sed ayy ul pasn noA 3nup Aue Jaquiswal noA oq

INm
uleds m

92uapIsal Jo Aauno)

9.2 ST 145
LT ot LT
19 9¢€ 14
14 14
14% 1374 T
S¢ 14
29 8¢ 143
ot 8 <
[4" L S
T€ ST 9T
lerol )N uleds

euwn|od ap mmaws_u_um

dweisawi] ap eyusn)

leioL

13410

(~'uaxoudeu ‘uajoidnqi) s8nup Alojewwe|jul-1jue |epI0IdIS-UON

SuoN

(~auridolyieze ‘@1exasjoyiaw) syuessasddnsounwiw|

(sulidolyieze ‘s1exailoyiaw) syuessaiddsounwiw|

(~*auojosiupaid) s3nip p104315021110D)

(" qewixniu ‘gewnwi|aq) saidesaysy |eaidojolg

(-awouyauls ‘piae 21jAd1jes|A1@e) s8nup J1noquiodyluyY

(~*auinbouo|d ‘auinbouojdixoupiy) s3nup |euejewnRUY
ejl} ap seyanbng

dwejsawi] ap equan)

98



%85'9C
%95 VT

SOA ON

%LV 'EL
%vP'S8

aNm
uleds m

%000

%0001
%00°0C
%00'0€
%00°0v
%0005
%0009
%00°0L
%0008
%0006

ésndnj 1eaJ3 03 saldelay) dAI3eUID}|E PALIY NOA aAeH

%85°9¢ %9G57T S9A
%CvEL %bt's8 ON
N ureds

¢sndn| 1ea43 03 saldelay3 aAlleUIY e Pal} NOA aneH

SOA

dNnm

ureds m

0udpIsad Jo Aiauno)

91€ 8ST 8ST
99 w €T
15574 91T GET
lelol nN uteds
euwn|od 9p mmuws—u_um

ON

09T

dweisawi] ap eyuan)

lexoL
SIA
ON
ey ap sezanbn3
dwejsawi] ap ejuan)

99



%8v0v %S0°6T %810 ANm
%000 %ET6E %L8°09 ureds m
aqhen ON SOA ,
%000
- %00'0T
%00°0C
%00°0€
%00°0%
%0005
%0009
%00°0L
éluswanosdwi ue padjou noA aney ‘saA si Jamsue snoinaad JnoA §
S9
%8v'0Y %000 aghey 1€
%S0'6T %ET'6E ON LT
%870V %L8°09 SOA LT
nn uteds

é1uswanoidwi ue padjiou noA aaey ‘uoiisanb snoinsid ayy paiamsue aney noA §|

Inm
uleds m

9JuapIsad Jo Apuno)

SOA o

N

ELTYEN

0 O I N O

8T

dweisawi] ap eyuan)

ésndn| 1eaJy 03 saidesayy anlzeuI)|e pald} NOA aneH

Y4 4
LT vT
8 6
LT
lelol N uteds

euwn|od ap seanbn3

jelol
SOA

ON
aqAeN

e|yy ap sezanbn3
dwejsawi] ap ejuan)

SO\ 1deJsayl aAlzeus}je paldl NoA aneH

100



%LI'EVRHSEBTHEETT %6V'6 %EE9 %96'9 %06'T %000 %E9'0 %LT'T

JnmE

%89 VTH6T'ST%SL TTHET OT%ETOT %988 %IT'E %EI'0 %000 %EV'y uledsm

(0] 6 8 L 9 S 14
7_ __ __ nyn-

AJan QT pue moj AJan T 3ulaq) ¢1usawieall 03 dduasaype JnoA s| mMoH

(CE

€

[4

T
i

%L9‘EY %897C 0T
%SEST %6T'ST 6
%6ETT %8L'TT 8
%676 %ET'OT L
%EE'9 %ET'OT 9
%969 %988 S
%06‘T %9T‘€E 14
%00°0 %E90 €
%E9'0 %000 z
%LT'T %EV'V T
an ureds

%000

%00°S

%00°0T
%00'ST
%00°0C
%00°ST
%00°0€
%00°S€E
%000%
%00°SY
%0005

(y81y Auan QT pue moj Asan T Sulaq) ¢1uswileall 01 dUJ3Ype JNOA S| MOH

ANm
uleds m
duaplisal jo Alauno)

91¢ 8ST

80T 69

€9 6¢

1] 8T

T€ ST

9¢ (0]

S¢ 1

8 €

T

T 1

6 [4
jelol AN

0T 6 8 £ 9 § v € ¢ 1T

0

08

dweisawi] ap eyuan)

8ST
6¢€
144
9¢
91
91
14

uleds e|iy ap seianbn3
euwn|od ap seilanbny dwejsawi) ap eyuan)

jelol

(0]

NN <N O N0 O

101



%9S VT %C9'69
%ET'8 %IT6L
MOUY J0U 0P | ON

%C8'ST
%99°CT

SOA

aNm
uleds m

%000

%00°0T
%00°0¢C
%00°'0€
%00°0Y
%0005
%0009
%00°0L
%0008
%0006

ésndnj yum s/ssquisw Ajiwey Aue aney noA oq

%95 VT %ET'S MOU)| J0U Op |

%C9'69 %TT'6L ON

%C8'ST  |%99°CT SIA
nn uteds

dNm
ureds m
9ouapisal jo Aluno)

9T¢E 8ST

St S¢

SE€C 0TT

9¢ €¢
jelol

S

AN

ésndn| yum s/saquisw Ajlwe) Aue aney noA og

ON MOU3| 10U 0P |
m °
- Ll

o

09

08

00T

0ct

ot

dweisawi] ap eyuan)

8sT lexoL
0z SIA
Y4 ON
€T MOouy| 10U 0p |
uleds ey ap sezanbn3

euwn|od 9p seyanbny  dweisawi) 9p ejuan)

102



%00y
%00°SC

By

%00°9T %00°9€
%00°ST %00°0T
une/spun A iayaey/1aow

Jayiejpue
J8/19y30wpuesd

%00°0¢ %00°0¢
%00°S€E %00°0T
Uisnos AW Ja3s1s/194104q

AN

$11 S oYM ‘sdA S1 uamsue snoinaud JnoA §|

%00V %00°S¢C 12410

%0091 %00'ST wne/apun A

%00'9€ %00°0T Jayaey/iaylow A

%00V %00°S Jayiejpuesd/iayrowpuels A

%00°0C %00°S€E uIsnod AN

%00°0C %00°0T 193515/49Y304q AN
in ureds

INME
uieds m

%000

%00°S

%00°0T
%00°ST
%00°0C
%00°ST
%00°0€
%00°SE
%000%

L

9ouapisal o A1uno)

|elol

euwnjod ap mmuw_..._u_um

n wm— o -

an

NN N N

¢ SLoym ‘sdA s| samsue snoinaad JnoA §|

4@ 4@
4@ & >
X S
2 /qs ol \i
© @ @ & %oo 2 A
2> R NS
ynm Yo YN O ¥
| [ 0
uleds m
Ip™qgn:
14
9
8
0T

dweisawi] ap eiuan)

ésndnj yum s/iaquisw Ajiwey Aue aney noA og

I4 leloy
13410
une/apun AN
Jayiey/isyiow A
Jayiejpuesd/isylowpueld A
uisnod A
Ja1s1s/1ayrouaq AN

e[l ap seyanbn3
dwejsawi] ap ejuan)

uleds

SOA M S/1aqwaw Ajlwey Aue aney noA og

103



%YE'LE
%€0'T9

oN SaA

%9979
%L6'LE

ésndnjjou s
1eY) 9SEISIP duNWWIoINe Ue yum s/iaquaw Ajjwey Aue aney noA oq

ANm

uleds m

%000
%00°0T
%00°0C
%00'0€
%000t
%0009
%0009
%00°0L

%YELE %€0'C9 ON
%9979 %L6'LE SIA
N uteds

ésndnj Jou s| 1ey) 9SEISIP SUNWIWIOINE UB YUM S/1aquiaw Ajiwey Aue aaey noA oq

SOA ON
0
0c¢
INm (014
uleds m 09
9JuapIsad Jo Aiuno)
08
00T
0ct
dwejsswi] ap eyuan)
9TE 891 891 jerol
6ST 66 09 S9A
LST 6S 86 ON
lelo) nn uteds e[y ap seianbn3

euwn|od ap seianbi3

dwejsawi] ap ejuan)

104



%YL LT
%Y6'€C

Y10

%S8TE %9v'T %IV'CT %89°TT %L8'ET INm
%C9°9€ %IV'T %Sv's %89'CT %06'9T uredsm
sijlype sineJg NHJETN siyploJAyy T 2dAy
plojewnayy = eluayiseAp a|diynA s,030wlyseH sa1aqelq ,

| %000
- %00°'S

%00'0T

%00ST

%00°0C

%00°ST

%00°0€

%00°GE

%0007

£ S 9SeSIP YdIYM ‘saA S| Jamsue snoinaad JnoA i
%YLLT %V6'€T 9410
%S8'TE %C9'9€ SIMIYHE plojewnayy
%9Y‘T %TY'T sineJ3 eluayiseAy
%IV'TT %Sv'8 S15043J9s 3|dINN
%89'TT %89'CT SIMpIoJAY) s,010wIyseH
%L8ET %0691 T adAy se1aqelq
an uteds

¢} S1 9seasIp YaIiym ‘saA si s-amsue snoiaaad JnoA §

mé//ék J,/O&V &
g > N EXS >
@ N 2 SY %
& »% N SR N
¥ O > N 9 N
ynm < ® oF o S <
uleds m - [ 0
1 = L |
0uapisal jo Aiyuno)

(074

o€

ot

0S

dweisawi] ap ejuan)

80¢ LET TL |exol
TL 14 9¢ Siluyne piojewnayy
qS 8¢ LT JAY10
€ 4 T SIAeJ3 eluayiseAn
€¢ LT 9 SI1s0J3|2s a|diyn|Al
14 91 6 si3p10JAy} s,010wiyseH
T€ 61 T T adAy sa1aqeig

|elol N uleds
euwn|od ap seanbi3

e|i} ap sezanbn3
dwejsawi] ap ejuan)

105



%8T'TE %CL'LY ANm
%18V %61°59 ueds m
ON SOA ,

%00°0

%00°0T

%00°0C

%00°0€

%0001

%0005

%0009

%000

%0008

ésndn| o3 paie|aJ ssauj|l Auepuodas Aue aney noA oQ
%8C'TE %I8VE ON
%CL'L9 %6T'S9 SOA
nn uteds

ésndn| 03 paiejaJ ssau||l Asepuodas Aue aney noA og

SOA

AN m
uleds m
92UdpIsaJ Jo Aiuno)

91€ 8ST 8ST
01¢ LOT €01
90T 1S SS

lelol N uteds

euwn|od ap seanbn3

OoN

00T
oct

dweisawi] ap eyuan)

lexoL
SIA
ON
ey ap sezanbn3
dwejsawi] ap ejuan)

106



%ES'0T
%TL'TT

siuydau
sndn?

%95°9T
%Cy'8T

%T6'T
%L6'T

%6101
%9C'S

9WOoJpuAs awoupuAs
s,uaJ8ols s,pneudey

%V8'vT
%00'ST

1Yo s1so10doa31sQ

%ESLT
%6L'ST

uolsuapadAy

%Y9'L
%C6'S

95e3sIp 1esH

é5/2U0 YaIym ‘saA s1 samsue snoinaad JnoA §|

%0T'S
%S6'E

Sdv

%0T'S
%L6'T

[4
adAj se1aqelq

%¥8'vT %00°'ST 1BY10
%6T0T %9T'S SWO.pUAs s,uasgols
%16'T %L6'T awoJpuAs s pneuley
%95°9T %CP'8T s15010d0a1s0
%ES'0T %TL'TT siuydau sndn
%ESLT %6L°ST uoisuaiadAy
%v9°L %C6°S 3seasIp 1eaH
%0T1'S %L6'T 7 adAy sa1aqelq
%0T1'S %S6'E Sdv
N uteds

nm
ueds m

%000

%00°S

%0001

%00°ST

%00°0C

%00°SC

%00°0€

9Juaplsal Jo Aiauno)

60€

€¢

LL
vS
0S
[4°]
T¢
T1
i

|1erol

$5/2U0 Yd1ym ‘sah si Jamsue snoinaad JnoA J|

© & (&
9%00 O@O 3 9@04 N /O
o o % O S R &
NN S vao ~ %;w
%o/w R O 0«00 . /vmv@ & 9@% SN
ynm P PP L L F P
uedsm ] " rn S
01
ST
(074
14
o€
Se
ov
Sy
dweisawi] ap eyuan)
LST (4]} |erol
T awoJpuAs s,uaidols
91 L awoJpuAs s,uaidols
€ € dwoJpuAs s pneuley
6€ 8¢ Y10
9¢ 8¢ s1s010d031s0
LT €€ sipuydau sndni
8¢ 144 uolsuanadAy
[4" 6 9seas|p 14edH
8 € 7 2dA1 sa1aqelq
8 9 Sdv
N uleds ey ap seyanbnj

euwnjod ap selanbniyy  dwelsawi) 9p ejuan)

107



%86'T
%60°€
SOA

%2086
%16'96
OoN

¢sndnj |eyeuoau pey

INm
uedsm

%000
%000
%00°0Y
%0009
%0008
%00'00T
%00'0CT

way} 4o Aue sey ‘uaJp|iyd aney NOA pue 3|eway e aJe NoA §|

%86'T %60°E S9A
%2086 %T6'96 ON
N ureds

ésndnj| jexeuoau pey wayi Jo Aue sey ‘usup|iyd aney noA pue ajeway e aJe noA §|

dnm
uleds m
92udpIsad Jo Aiuno)

861 TOT

S [4

€6l 66
|elol

SaA

L6
€
76
nN uteds
euwn|od 9p mmuws—u_um

oN

0¢
ov
09
08
00T

0oct
dweisawi] ap eyuan)

lexoL

SIA

ON

e|yy ap sezanbn3
dwejsawi] ap ejuan)

108



%08'E %6E TT%66'ST%6T'ST%I9'TT %SEBT%ET'OT %652 %LT'T %E90  dNm
%IT'E %6S'L %TL' LT%BL'TTHET OT%66'ST %676 %EE'9 %LT'T %ES'T uledsm (poo8 AJan 0T pue Jood AlaA T 8ulaq) ¢341] J0 Aujenb unoA a1enjeas noA pjnom moH

T

(0]8 6 8 L 9 S 4 € INI |H- %000 o 6 8 ./ 9 < v & 7z
I I g
%00°S s
(0]
%00°0T

ANm
ST
uleds m 0z

%00'ST

2uapIsal jo Alauno) .

%00'0C o¢

%005 st

(poo8 Asan QT pue Oy

Jood Auan T 3uiaq) ¢34 Jo Alljenb unoA aienjeas noA pjnom moH dwejsawi] ap eyuan)
9T¢E 8ST 8ST jelol
%08°€ %9T‘€E (0] 11 9 S (0]
%6ETT %6S°L 6 0€ 8T [4) 6
%6681 %CLLT 8 89 0¢€ 8¢ 8
%6TST %8LTT L 09 ve 9¢ L
%99CT %ET0T 9 9¢ 0c¢ 91 9
%SEST %66‘ST S 6§ 6¢ o€ S
%ET0T %676 14 T€ 9T ST 14
%6S°L %EE9 € [44 4" 0] €
%LT'T %LT'T [4 14 [4 [4 [4
%E9°0 %EST T S T 14 T

nn uteds |eloL N uteds ey ap sezanbn3

euwnjod ap sejanbing dweysawi] 9p ejuan)

109



%06'T
%0L'S

EIN

%€EE9 %6199
%99°CT %IVCy
5 sinoy

Wo Supjiomn

%S6'SL
%CS'TL

2yl |10

%STCTL
%79'69

ainsia

%1506
%9885

INm
uedsm

341 Ajiwey

%000
%00°0T
%00°0C
%00'0€
%00'0¥
%00'0S
%00'09
%00°0L
%0008
%0006
%00'00T

ésndnj 01 anp a8ueyd 01 pey noA aney a41] JnoA Jo s1oadse 1eypn

%06'T %0L'S auoN

%EE'9 %99°CT SEITHG)

%6159 %IY'y sinoy BuiJom

%S6'SL %CSTL 91| [e1d0s

%STTL %2969 a.nsia]

%1506 %9885 a1 Ajiwed
nn uteds

¢sndn| 01 anp a3ueyd 01 pey noA aney a41| JnoA Jo s1oadse 1eypn

Nm
uleds m
JU3pIsad jo Auauno)

S06 €6t r487

0LT €0T L9

€€C 0zt €TT

0€ 0T (014

4 14

0T € L

vee vIT 0TT

9€C 134" €6
lelol nn uleds

euwn|od ap seanbn3

A ov@vv
DS
900% @Oo¢ &«O&/ @w////
— 0
0¢
ov
09
08
00T
0cT
ot
09T

dweisawi) ap eyuan)

|erol
sinoy Supjdop
91| |E190S
43410
9UON
9UON
2Jns|1a
a1 Ajjwey
ey ap sezanbn3
dwelsawi] ap ejuan)

110



%6T'ST

%9L'0T
Jamsue
o130u
J9494d |

%06'T
%ES'T

Mouy|
jouop|

%0L'S %95 VT
%9L'0T %C9'6T
3001+ 300T-0S

%60°LT
%8L'TT

309-9¢

%95 YT | %TO'TE

%E0'TT | %TSTT
301

3STOT o ssoq

¢sndnj Jo asnedaq yiuow yoea puads 03 aaey noA op yanw moH

%6T'ST %9.°0T Jamsue 01 Jou Jajaud |
%06'T %EST MOUY 30U Op |
%0L‘S %9L0T 3001+
%95VT %C96T 300T1-0S
%60°LT %8L°TT 306-S¢
%95 V1T %E0CT 3S9¢-0T
%T0'1€ %CS'TT 30T ueyy ssa
an uleds

ANm
uleds m

%000

%00°S

%00°0T
%00°'ST
%00°0C
%00°S¢T
%00°0€
%00°S€E

9TE
€8
144

¥S
€9
[474
9¢

ésndnj Jo asnesaq yiuow yoea puads 01 aaey hoA op yaonw moH

¥
%,mm@)@ozzoo
0\10& @%o oo.y
yNE ) ¥ N\
uleds m _ .
QJuaplisad Jo Aipuno) —
8ST 8ST
6v 143
24 LT
€ 12
€C 1€
LT 9¢
€C 6T
6 LT
lelol N uteds

euwn|od ap sezanbn3

O/
K
& P S &
Q &0 dov OwO
- 0
_ ot
0c¢
(013
ov
0s
09

dweisawi] ap eyuan)

|eloL
30T uey sso7
JoMmsue 0] jou ‘_wuvm._n_ |
MOU>| 10U Op |
300T-0S
306-5¢
36707
300T+

ey ap sezanbn3
dwejsawi] ap ejuan)

111



%8€°0€
%T6'CE
SaA

9y} wouJy Joddns |epueuly Aue aaa1da4 noA og

%79'69
%60°L9

JUsWuUJIdN03

ON

%8€‘0€ %T6'CE SOA
%C9°69 %6029 ON
N ureds

INm
uleds m

%000

%00°0T
%0002
%000€
%00'0v
%0005
%0009
%000
%0008

¢1usawuIaA08 ay) wouy uoddns edueuly Aue aas1daa noA og

SaA

N m __

uleds m

9Juapisad jo Aiuno)

9T¢

00T

9T¢
jelol

8ST 8ST
8y 43
0Tt 90T

nN uleds

euwn|od ap seanbn3

ON

00T

oct

dweisawi] ap eyuan)

lexoL
SIA
ON
ey ap sezanbn3
dwejsawi] ap ejuan)

112



%EL'SY

%L6LE
payows
JaA3U dneY |

£payows JaAd noA aney Jo ayows noA oQ

%ET'S
%68'0C

shepemou asjows |

%Y0'Ey INm
%YT'TY uieds m

9yows 03 pasn |

%000

%00'0T
%00°0C
%00°0€

%00°0Y
%00°0S
%0009

%EL'BY %L6°LE pa)ows JaAdU ey |

%ET'8 %68°0C sAepemou ayows |

%Y0'EY %YT'TY 2 oWs 03 pasn |
an ujeds

EPOWS JBA3 N

oA aney Jo axows noA oQ

ows shepemou payows
01 pasn | yows | Jan3U aney |

Inm
uleds m
JuapisaJ jo Aiauno)

9T¢€ 8ST 8ST
€€T 89 g9
9% €T €€
LET LL 09
lelol nN uteds

euwn|od ap seanbn3

0

(o)
0¢
o€
ov
0S
09

dweisawi] ap eyuan)

|erol

dows 0} pash |

shepemou ayows |

P33 OWS J9A3U dARY |
ey ap sezanbn3

dwejsawi] ap ejuan)

113



%0T9v

%ES TS
SOA

%08°€S
WLY LY
ON

£U3J0 3s124axa noA oQ

ANm
uleds m

%00CY
%00V
%009¥
%00°8Y
%0009
%00'CS
%0075
%0095

%0C'9v

%ESTS

SO\

%08'€ES

%LV LY

ON

ain

uleds

SOA
N m
uleds m
20U9pisaJ Jo >bczou
9T€E 8ST 8ST
9sT €L €8
09T G8 S/
|elol AN ujeds

euwn|od ap seanbn3

£ U340 3S12J9X%3 NOA 0

OoN

S8

06

dweisawi] ap eyuan)

lexoL

SIA

ON

e|yy ap sezanbn3
dwejsawi] ap ejuan)

114



8L°CC 6T'ST 9¥'9T 99°CT %969 %98'8 %969 %90'S %06°T %9T'E
95T 6ETT 668T 99°CT €0°CT %988 %6V'6 %EV'V %EV'V %9T'E uledsm

0T 6 8 L 9 S 14 € [4 T
7_ __ _7 __ __ | __ KL

(101 € OT pue

Inm

%000

%00°S

%00'0T

%00°ST

%00°0C

%00°SC

3uiyiou T 8uiaq) ¢a4l| [e120s JnoA paloayje sndn| sey yonw moH

%8LTC %9SVT 0T
%6TST %6ETT 6
%9791 %6681 8
%99CT %99°CT L
%969 %E0CT 9
%988 %98°8 S
%969 %676 12
%90°S %EVY €
%06°T %EV'Y 14
%9T‘E %9T‘E T
an uleds

(30] € 0T pue Suiyiou T Sulaq) ¢34l |e120S JNOA PaIIaYe sndn| sey yanw MoH

90UapIsaJ Jo AJauno)

9T¢E
69
[47%
99
ov
0€
8¢
9¢
ST
0T
0T

8ST 8ST
9¢ €T
24 8T
9z 0€
(014 (014
T 61
T T
T ST
8 L
€ L
S S
lelol N uleds

euwn|od ap sezanbn3

0T 6 3 L 9 S 14 € C T
_ _ __ 11
0T
| |
AN c1
uled
ledsm 0z

n o

S¢
o€
S€
ov

dweisawi] ap eyuan)

jelol
ot

NN <N O N0 O

ey ap sezanbn3
dwejsawi] ap ejuan)

115



%68°0L %TT6¢ INnm
%E€9°0S %LE 6V ureds m
S9A OoN
%000
%00°0T
%00°0T
%00°0€
%0001
%0005
%00°09
%00°0L
%0008
¢Arueyd so uoneposse sndn| Aue Jo Jaquiaw e noA auy
%68°0L %E9°0S S9A
%TT'6¢C %LE6Y ON
nn uteds

¢A1ueyd Jo uonerosse sndnj Aue Jo Jaquiaw e NoA auy

SaA

Inm
uleds m
JU3pIsaJ Jo Asauno)

91€ 8ST 8ST
261 (49 08
174" 9t 8L

lelol N uleds

euwn|od ap seanbn3

ON

08
00T

0ct

dweisawi] ap eyuan)

lexoL

SIA

ON

e|yy ap sezanbn3
dwejsawi] ap ejuan)

116



WBLELY %6TVT %6TVT %ST9  %VT'L %IV %000 %LS'E %680 %6L'T INm e o o P T 190 S} 2900 1 e 9 1 o o et e 1o SO s o e 2o pot
%SLBY %BSL8T BSL'ET %ST'TT %0ST  %0ST  %ST'T  %SC'T %000 %000 uledsm
e . 3 . 9 c b c z I \ or 6 8 £ 9 § ¥ € T 1
- -l - = = - - %00°0 — —— —- [ 0
_— __ %0001 —— — ot
%00'0C ane oc
%00°0€ R 0t
Juapisal jo Aiauno)
%000 ov
%0005 0s
%0009 09
(3ueysodwi Asaa QT pue yueniodwi jou T 8ulaq) ¢auo Jo 1ied ag 01 sI | dweisawi 3p ewang
3Uly3 noA op juenodwi moy ‘Aleyd Jo uoljeldosse sndnj e Jo Jaquuaw e ale noA J| ¢A1eyd Jo uonerosse sndnj Aue Jo Jaquiaw e noA aiy
6T (41" 08 jelol
%CELY %SL‘8Y (0] 6 €9 6¢€ 0ot
%6C VT %SL'ST 6 T€ 9T ST 6
%6CV1 %SL'ET 8 LT 9T T 8
%SC9 %ST'TT L 9T L 6 L
%YTL %0S‘C 9 0] 8 [4 9
%9V %0S‘C S L S [4 S
%000 %ST'T 14 T T 14
%LSE %ST'T € S 14 T €
%680 %000 4 T T 4
%6LT %000 T 4 4 T
N uleds lelol AN uleds ejl ap seyanbng
euwn|od ap seyanbn3 dwejsawi] ap ejuan)

S9A N| Aue jJo Jaqwaw e noA auy

117



ANNEX IX. DYNAMIC GRAPHICS AND DYNAMIC TABLES USED TO ANALYSE THE DATA FROM

THE FAMILY MEMBERS TO LUPUS PATIENTS’ POLL
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ANNEX X. INTERVIEWS TO LUPUS CHARITIES’ STAFF MEMBERS

10. 1. INTERVIEW TO PILAR LUCAS, FOUNDER AND CEO OF ACLEG

Good afternoon Pilar,

First of all I wanted to thank you for your help and kindness, and for agreeing to answer the questions of this
interview. I also wanted to say how incredible your job as the CEO of an association that is able to help so

many people is.

I will start the interview with some very short questions about the association. So let’s start.

What year was ACLEG founded in?

ACLEG was founded on June, the 21st, 1999, in Barcelona.

How many members does ACLEG have?
We are not too many actually, we are rather few. For some unknown reason, people don’t usually become

members of associations when they are diagnosed.

And well, ACLEG has about 180 members, which is a very small number of people if you think about the
fact that in Catalonia there are more than seven thousand people with lupus. But hopefully lupus patients and
family members will realise how valuable and necessary the work of ACLEG is, and then they will become
members, as they will see all the pros of being one. As I always say: one person alone can’t do anything, but

many people together can do a lot.

What does it mean/entail to be a member of ACLEG?

It means being part of a group of people that feels like a second family, which I think is very important.
Being a member of ACLEG also means that you help the [upus community by making the disease more
known, by pressuring the state, pharmaceutical companies, and others to ask for clinical trials... and many

other things. So it is a mutual help.

It basically means strength and support, and being all together to help each other.
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The idea of ACLEG is not that people become members thinking: what will the association be able to help

me with? But thinking: how can I help and support the association and everyone else with lupus?

So, as I said, ACLEG is strength, effort, constancy...

Being a member of ACLEG will cost you 40€ every year, which is not a lot of money but it isn’t a small
amount of money either. But it is worth it, because ACLEG also gives a lot to members, like being able to be

part of projects I will talk about later on.

Who is involved in the ACLEG’s staff?

Well, there are a few people involved. First of all we have the people like me who are in charge of ACLEG
and everything we do. Then we also have a scientific advisory committee, whose president is Dr. Cervera. In
this scientific committee there are some internists and some rheumatologists who can help members with any
doubt they may have. However, they never make any decisions related with what we do as an association, as

this is done by the people like me who are in charge of ACLEG.

What is your main aim?
Our main aims are to make lupus more known around Catalonia and Spain and to make sure that patients are
feeling fine. We also need to make sure that the treatments we need are available at all times and that clinical

trials are done.

We are also trying to make it possible that lupus patients are well cared for when they need to see the GP

(General Practitioner) or any other doctor who doesn’t treat lupus often.

Now I am going to ask you some questions through which you will be able to explain how you work and

what you are working in nowadays.

What projects or acts are you working in nowadays?

Something we have been doing for the past years is to fund money for research in Hospital Clinic de

Barcelona. This is possible thanks to the help and initiative of our members.
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However, right now we are in a so-called “stand-by” moment, as we aren’t working in any new projects.
What we are doing now is to make sure that the projects we carried out a while ago are still functioning well.

And another thing we are doing is helping our members get some financial support from the government.

Could you tell me about a project or act you have carried out recently?

We have carried out a lot of projects which we are really proud of. One that helped us a lot economically is
the one I am about to explain. It is called “Frena el sol, frena el lupus”, which means: “Stop the sun stop, the
lupus”. As lupus patients can’t be exposed to the sun for too long, they need to use a lot of sunscreen, which
turns out really expensive if you have to buy a lot. In order to help, ACLEG, the pharmacies’ association and
labs from Catalonia came to an agreement that all members of ACLEG could have a 50% discount for every
sunscreen they bought from the brand “Isdin”. Nowadays ACLEG is currently trying to make this discount
possible for everyone in Spain, not only for Catalans, and they have already been able to make it possible in

about 10 other Autonomous Communities.

Another thing we managed to make possible is to have a researcher doing only lupus research in Hospital
Clinic de Barcelona, which I mentioned before. To make it possible we also had to fund money, which we
got thanks to a beautiful project carried out by Pep Vega, whose mother died due to lupus. His project is

called “Kilometros por el Lupus”, in which he does a lot of sport and arises money.

We also organise conferences, cooking workshops and other things that lets lupus patients get to know each

other.

How has the charity evolved since it was founded until nowadays?

When we first started with the association we thought about quitting so many times, as it was very hard to
make it work the way we wanted. It has been very tough and hard to make it work as we wished, because, as
I said earlier, people who are diagnosed with a disease do not usually become members of associations. But

we are very happy now seeing how we are able to help so many people.

Have you felt supported by government entities, associations, institutions, etc.?
Well, it depends how you look at this. Basically, government entities, institutions and others have never come

to us and asked: how can we help? It is us who have to go up to them and ask for help. This is something that
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definitely needs to change in the next few years.

What challenges have you faced as a charity?

We have faced many challenges during the existence of our association. For example, when we first founded
ACLEG, it was very hard for us to find our place in the world of associations in Spain. It was also hard, as I
said earlier, to become a proper association with members and staff that were able to help one another. But
all those challenges we have faced have made us become an enterprising association, so we are glad about

who we have become.

Why is it so important to be member of a charity like yours?

It is very important to be member of ACLEG because the union of people creates strength. A lupus patient
finds himself or herself alone when diagnosed, as it is a very unknown and rare disease. So if they become a
member of ACLEG they will get to know people who are experiencing the same as them, and this will help

them a lot and will give them a lot of hope.

What does it mean to you to be a staff member of a charity like ACLEG?
It means I have lot of headaches (laughs). This is because it requires a lot of time and dedication. But I must

say that being able to help people makes me feel very happy.

And finally, I wanted to ask you one last question:

How do you see the future of lupus?

I suppose it will get much better. I mean, lupus is still going to be there, but if research is done, there will

obviously be a breakthrough. I must say I have a lot of hope. I have been diagnosed with lupus for almost 40

years, and I have seen how it has been getting better and better, and I think it will continue this way.

And that’s it for the interview, thank you very much for everything.
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10. 2. INTERVIEW TO CHANPREET WALIA, SOCIAL MEDIA & PROJECTS OFFICER AT LUPUS UK
Good morning Chanpreet,
First of all I wanted to say thank you for answering this interview and for all the help provided from Lupus

UK. I also wanted to say how incredible everything you do is.

I am going to ask you some questions about your charity. So let’s start with some very short ones:

What year was Lupus UK founded in?

LUPUS UK was founded in 1990 and it was registered as a National Charity on 29th of December 1995.

How many members does Lupus UK have?

We have around 5,000 members. We have both UK-based and international members.

What does it mean/entail to be a member of Lupus UK?
To me, it means to provide the best possible care, support and non-medical advice to every single lupus
patient, health care worker and family member or friend we speak to. We also need to ensure we raise

awareness of lupus amongst the public and medical profession.

Who is involved in the Lupus UK staftf?

We have eight staff members, including one staff member who has lupus.

What is your main aim?
The charity’s vision is a world where people with lupus can live full and active lives. LUPUS UK’s mission
is to empower people by providing them with information about Iupus and offering support, so their voices

are heard alongside their condition being diagnosed and managed effectively.

The charity funds medical research looking into potential causes and treatments of lupus, supports lupus
patients in desperate need of help with the purchase of equipment and it also funds Specialist Lupus Nurses

in NHS hospitals.
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The charity believes that people with lupus are entitled to specialised care and treatment, whilst also
informing and educating the medical profession and the public about lupus and its effects. LUPUS UK has
worked with the NHS to establish ten LUPUS UK Centres of Excellence around the country who offer a

high-quality care for people with lupus.

LUPUS UK believes in bringing people with lupus together so they are not isolated and have the best
possible information about their condition. For that reason, the charity has over 20 Regional LUPUS UK

Groups based all across the country supporting our members and those yet to be diagnosed within their

communities. Alongside this, the charity has an online HealthUnlocked Community Forum for those who are

unable to go out into their community.

Now I am going to ask some questions through which you will be able to explain how you work and what

you are working in:

What projects or acts are you working in nowadays?
The charity is working towards funding a new Specialist Lupus Nurse in an NHS Hospital. The charity aims
to fund a new Specialist Lupus Nurse every year and has recently welcomed two new nurses in Northern

Ireland and Scotland.

Could you tell me about a project or act that you have carried out recently?
As a consequence of the COVID-19 pandemic, LUPUS UK created a Coronavirus Emergency Assistance
Fund where lupus patients in crisis can apply for a one-off cash grant to help with financial uncertainty and

current hardships.

What is the first thing you do as a charity when a recently diagnosed person contacts you?

We firstly check if they are under the care of a rheumatologist. We also provide them with literature about
lupus, being newly diagnosed, lupus-related symptoms booklets and factsheets are very helpful. We provide
them with trained LUPUS UK telephone contacts who they can speak with over the telephone for non-
medical advice and support. They are given details of any LUPUS UK groups that may be in their area and

they are encouraged to join our online HealthUnlocked forum and to become a LUPUS UK member.
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What are the most common problems patients face? How can you help them?

There are a range of different scenarios we come across, from people waiting for years for a diagnosis to
people who are looking for specific advice regarding certain symptoms, a common one being skin rashes. We
address people to our LUPUS UK Centres of Excellence who offer a high quality care for people with lupus

as well other relevant sources of information.

How has the charity evolved since it was founded until nowadays?

The charity has had to update ways in which members and non-members receive the latest information and
news. Before, patients heavily relied on speaking to LUPUS UK via the telephone and ordering awareness
materials and merchandise through the post. Now, a majority of people contact us through email and social
media. This is also the same for ordering awareness materials and merchandise. Since the very beginning,
LUPUS UK has a News & Views magazine which is sent to members three times a year, and although we
still send it, we have had to adapt to new times and offer an email-newsletter alongside with our physical
magazine. Our first E-Newsletter was published in August 2020. The charity has always been a patient-

focused charity and this is something that will not change.

Have you felt supported by government entities, associations, institutions, etc.?

LUPUS UK does not receive government support. However, we do apply to Trusts, Foundations and
companies for grants and donations to help us maintain our vital work. The three main sources of income for
LUPUS UK are donations, individuals fundraising events and grants from Trusts/Foundations and

companies.

What challenges have you faced as a charity recently?

Due to the COVID-19 pandemic, a majority of the LUPUS UK team had to work from home from March
until August except for Paul Howard, CEO; and Chris Maker, Finance Manager. Although initially it felt
strange for the team to be split-up and work from home, it was not a problem. All staff members had a virtual
coffee meeting once a week and ensured we all kept up-to-date with the latest lupus-news and were able to

still provide support from wherever we were working.
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Why is it so important to be member of a charity like yours?

LUPUS UK is a patient-focus charity who puts patients at the forefront of what we do. Without their support
we would not be able to fund medical research looking into the potential causes and treatment of lupus or
fund Specialist Lupus Nurses around the UK. We help provide lupus patients in desperate need of help with
much-needed equipment such as stair lifts, electric wheelchairs and TEN’s pain machines. We want all lupus

patients to live a full and active life and the way we can achieve this is through our incredible supporters.

LUPUS UK is one of the founding members of the Rare Autoimmune Rheumatic Diseases Alliance
(RAIRDA) and we will continue to work with our partner organisations that are supporting people with
related health conditions. By coordinating our response we prevent any duplicated efforts and provide a

stronger, unified message.

What does it mean to you to be a staff member of a charity like Lupus UK?

I love working for the charity, the LUPUS UK Head Office is like a family. This charity provides important
and vital work and working for the charity shows me how much our work makes a difference to the lives of
people with lupus, their family and friends. LUPUS UK goes above and beyond to provide care for every

person that contacts the charity.

And finally, I wanted to ask you one last question:

How do you see the future of lupus?

I think we should remain hopeful, there are so many research projects looking into new causes and
treatments of lupus which will hopefully result in a cure one day in the future. We are seeing a lot more
awareness of lupus from articles, celebrities raising awareness and special days/months like World Lupus

Day and Lupus Awareness Month which is all helpful in raising awareness of lupus and its symptoms.

And that’s it for the interview, thank you very much for everything.
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ANNEX XI. INTERVIEWS TO LUPUS SPECIALISTS
11. 1. INTERVIEW TO DR. RICARD CERVERA, SPANISH LUPUS SPECIALIST
Good morning Dr. Cervera,

Before anything else, I wanted to say thank you for answering my interview and for all your help.

First of all I am going to ask you some questions about your experience with lupus. So let’s start:

How long have you been working with lupus for?

Since I started MIR residency in Internal Medicine, in 1984.

Why did you decide to specialise in lupus?
In the Internal Medicine Service of the “Hospital Clinic de Barcelona”, where I did the MIR residency, there

was a lot of research and investigation going on related with lupus, and I found it very interesting.

You do research at IDIBAPS: what projects is your team working in?
We are currently working on more than 50 projects related to autoimmune diseases. They range from
laboratory studies that help us understand better how these diseases occur, to epidemiological and clinical

studies, to testing new drugs (clinical trials).

Could you explain me the progress of the projects since you started working in them until nowadays?

One of the most personal projects I am working in is the "CAPS Regristry Project": In the early 90's we
described a rare disease (catastrophic antiphospholipid syndrome) that often accompanies lupus, and thanks
to an international registry that we coordinated we have been able to know better its clinical characteristics

and the most appropriate treatment, having been able to decrease mortality from 70% to 30%.

What are you currently working towards?
We continue on searching better treatments for autoimmune diseases; for example, so-called biological
treatments, which are more effective and less toxic than those currently used (especially corticosteroids and

immunosuppressants).
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Now I will proceed to ask you some questions about research and the evolution of lupus:

What do you think has been the most important discovery or advance in lupus in the last few years?
From a clinical point of view, I think it was very important to discover, in 1983, the antiphospholipid
syndrome (autoimmune disease that causes thrombosis and abortions), as it is a disease that occurs in
30-40% of patients with lupus. However, it requires very different treatment from the usual ones in lupus:

antithrombotic drugs instead of immunosuppressive drugs.

Since you work with lupus, what do you think has evolved the most (diagnosis, treatment, lifespan...)?
In recent years, progress has been made in treatment with biological drugs (rituximab, belimumab,

anifrolumaB, etc.).

I have been informed that lupus doctors work in networks, how does this help when it comes to lupus?
It is fundamental, as all these studies that I have mentioned are the result of working in international

networks.

Your profession requires you to stay up to date. How do you make it possible?
Networking is associated with participating in multiple meetings, conferences, courses, etc. In this way, what

is being researched and its results is always almost immediately shared.

What is being studied in Spain about lupus?
Several Spanish research groups participate in the aforementioned networks and participate in many of the

studies previously discussed.

And finally, I wanted to ask you a question that has a lot of lupus patients intrigued:

How do you see the near and not so near future of lupus?

We will soon have some new biological treatments that will allow us to treat lupus better, especially the cases

which are more difficult to control nowadays.

Thank you very much.
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11. 2. INTERVIEW TO PROF. DAVID D’CRUZ, BRITISH LUPUS SPECIALIST
Good morning Professor D’Cruz,

Before anything else, [ would like to say thank you for answering my interview.

First of all I am going to ask you some questions about your experience with lupus. So let’s start:

How long have you been working with lupus for?
I have been working with SLE since 1987, when I joined Professor Graham Hughes at St Thomas’ Hospital

in London as a junior doctor.

Why did you decide to specialise in lupus?

In 1987 when I started to work with Professor Hughes.

Could you talk about a research project about lupus you are currently working in?

I am currently working in a project with colleagues who are expert in qualitative research on the adverse
impact of Covid-19 on the care of lupus patients. During pandemic many lupus clinics have had to cancel or
defer many patient appointments due to medical staff being re-deployed to acute medicine duties. As a result,
many patients have had poor or no care for their lupus and rheumatologists are really struggling to see these
patients and provide them with high quality care. This has had huge physical and psychological impacts on

lupus patients.

What are you currently working towards?

We have analysed the data and we are preparing to submit our manuscript to a journal for publication.

Now I will proceed to ask you some questions about research and the evolution of lupus:

What do you think has been the most important discovery or advance in lupus in the last few years?

There have been many advances in the understanding of the pathobiology of SLE that have led to new
treatments. The most important advances have include the development of biological treatments such as
belimumab, which is now licensed in many countries to treat active SLE. A recent trial has demonstrated that

belimumab is also a potentially useful treatment for kidney diseases in lupus. This is a major advance as

147



there are no specific treatments that have been licensed to treat lupus nephritis. We hope this will be the first

such treatment.

Since you work with lupus, what do you think has evolved the most (diagnosis, treatment, lifespan, etc.)?
There have been dramatic improvements in the reduction in mortality in SLE patients. This used to be
considered a fatal disease in the 1950°s and patients are now living much longer with better life quality but

there is still a long way to go. There is no cure for SLE yet.

I have been informed that lupus doctors work in networks, how does this help?

We work in the British Isles Lupus Assessment Group (BILAG) in the UK. This is a critically important
forum for discussion for managing lupus patients, designing new research projects and helping to train young
rheumatologists. [ have also been part of the Eurolupus consortium where we have designed new trials to

successfully treat lupus kidney disease.

Your profession requires you to stay up to date. How do you make it possible?
I keep up to date by attending international conferences such as the American College of Rheumatology and

the EULAR. I also read important journals such as “LUPUS” and other major rheumatology journals.

What is being studied in the UK about lupus?
There is a huge spectrum of research in the UK including clinical trials of new treatments containing new
biologic agents. There is also a lot of basic science research into the mechanisms of how the abnormal

immune system causes lupus. By understanding these processes, we can develop new treatments.

And finally, I wanted to ask you a question that has a lot of lupus patients intrigued:

How do you see the near and not so near future of lupus?
We are on the cusp of a revolution in the treatment of lupus with potentially many new biological treatments
being approved. We currently only have two biologics namely belimumab and rituximab, but across the

world there are many clinical trials of new agents that are potentially very exciting.

Thank you very much.
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