BURQOL RD Grant Agreement No. 2009 12 04

Annexes

Annex I: Initial translation of the questionnaire to English (general version for all

diseases)

A) Patient’s questionnaire

MAME OF THE DISEASE

| Questionnaire for the patient over 17 |
Sub-type of the disease - only where applicable

1. Patient's age

2. Sex o Female o Male
3. Region
4. Marital status
o Single o Separated
o Married or cohabiting o Widow/fer
o Divorced
5. Lewvel of studies completed
o Primary o o University
o Secondary o o None
6. Number of household members where the patient lives: ___ people
7. At what age were you diagnosed with the disease? — YEears
8. Carer

a. Do you need a carer to assist you with your daily activities? (for basic hyglene, to
help you to move, administration of drugs, performing treatments, etc.)

o Yes o Mo = Skip to guestion 9
b. Inthe case of yes, who is your principal carer?
o Family member = Fill in the carer guestionnaire
o Another non-contracted person (friend) = Fill in the carer guestionnaire
o Professional carer {contracted or provided by an entity)
c. If you use the services of a professional carer,
How many hours a week? hours a week
Who pays for the service and how much?
o | pay the entire cost of € per hour
o The cost is covered by social security or another entity
o The cost is partially covered by social security or another entity, 1 pay,
9. What is your working situation?
ol am employed

€ per hour

o Student = Skip to question 12

ol am unemployed

o Temporarily on leave of absence

o Permanent work disability = Skip to question 11
o Retired = Skip to guestion 11
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MaME oF THE DISEASE BURCQOL RD

o Domestic tasks = Skip to guestion 12
o Spedal situation (oocupational workshops)
10. Work limitation (only to be answered if the patient is working or on temporary
leave of absence)

a. Has the fact you suffer from the disease meant any work-related problem in the
last 6 months?

o Yes o Mo = Skip to guestion 12
b. In case of yes, please specify this

o | was off work ___ days

o | was working ____ hours less a day for ___ days

ol am working ___ hours less a day

o | do not work less hours a day but | have problems performing

o Other problems:
= Skip to question 12

11. Abandonment of work (only to be answered in case the patient is retired or in a
situation of permanent work disability)

a. Hawe you had to abandon your job or retire early because of your disease?

o Yes o No = Skip to question 12

o | have not been able to work as a consequence of my disease = Skip to question 12
b. In case of yes, please specify in what way

o | had to abandon my job at the age of ___ years

o | had to retire early at the age of ___ years

12. Do you have the disability certificate and its degrea?
o Yes = Please indicate the degree:

o | have requested this and it is being processed

o | have requested this but it was refused {under 33%)
o | do not have one and 1 have not requested this

o Mot applicable (the affected party is not old enough)

13. Do you have the dependence assessment?
o Yes, | have the assessment now = Please specify: Degree ___ Level
o | have requested this, it is being processed
o Mo, but I intend to reguest this
o | have no intention of requesting this

14. Which drugs have you taken in the last month (because of your disease)? Please
select the drugs and specify the form of payment.

If one of the drugs is not on the list, please specify this o us by writing its name.

Cost covered by the health

Commercial drug name (sctive substance]

ystem

el
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MAME OF THE DisEASE BURQOL RD
Yes No Partiad
aJ a a a
aJ a d a
| | a a
| | a a

15. To which medical tests or examinations prescribed by a doctor, have you been
suhjeﬂed in the Iast 6 months (because of your disease)? If any of the tests are not on
5 this to us.

Mo of times Cost covered by the health

Medical tests or examinations B ystem
in & months

Yes Ho Partial

(g ] ]
(o
[ )

16. How many visits to specialists have you had to undergo in the last 6 months? If any
of the specialists are not on the list, please spedfy this to us.

. Cost covered by the health
Mo of times

Lpedalist i pystem

in B months

Ho Partxal
Genetic cownselling
Cardalogist
Surgeon
Dermatologist
Gastroenterologist

Endaocrinologist

PHyssotherapist
Gynaecologist

Haematologist

Immunologist

Speech therapist
Mephrologist
Pulmonalogist
Neunasurgeon
Meuwralogist
Dentist
Ophthalmologist
Oncologist

Ciolaryngologist

Chiropadist
Psychologist

) g ]y )y
] ol o] oo o )
Yy g g ] ) )y
I g ) )
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MAME OF THE DISEASE BURQOL RD
[ | Psychiatrist a a a
_] Rheumatalogist :I ._I .__I
_] Traumatologist :I ._I .__I
H | Urologist | | o
a a Q "
a a Q d
17. How many visits to the GP / Nurse / Casualty / have you had to undergo in the last
6 months?
oGP — visits to the health centre
— domiciliary visits
o Murse — visits to the health centre
— domiciliary visits
o Casualty — visits to the health centre

— domiciliary visits
visits to the hospital

18. Hospitalisation

a. How often and how many days have you had to be admitted to hospital in
the last 12 months (because of your disease)?

times days in total

b. During the hospital admissions in the last 12 months, have you undergone
lung transplant? {only for Cystic Fibrosis)

o Yes o No

Please specify the health material you have had to use in the last 6 months. If any of
the health materials are not an the list. please specify this to us.

Cost cowvered by the

Health material health system

Mo Partial

20. What difficulties have you had to obtain health products?
o Lack of product stock
o The product has been withdrawn
o It has to be obtained in another country
o It is indicated for another pathology but not for mine
o Product too expensive

o Unsuitable pharmaceutical formula
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MAME OF THE DISEASE BURQOL RD

o Other difficulties {please specify):

21. How many times have you used means of transport in the last 6 months for
disease-related travel to the health centre, hospital, rehabilitation, etc.?

Mo of times in Cost covered by the
Mindd of transport 6 maonths health system
Ve Fartial

| Private car a d a
A | Taa a a i |
:I Bus/Train -_] ;i J
d | Aercplane a a 4
;I Health andfor adapted transport :I 3 :i
;I Ambulance :I 3 :i

22. Health and social services you have required and received, their financial system
and the reasons for which you have not received the services you reguire.

Mark the sarvices you have required, number of days received and form of payment. In case you

have reguired a service and have not received it, note the reason number (see the possible reasons

below the table).

Becmin of Diays service rm:Fn':d according to Baiekat Foe
eConomic system.

their disease gt which they
Kinds of services they hawe s hawe not

fad ia Fres of Direct {puhblic i baad
3 charge payment and S
receive. .. service |*]
private)

During the [ast month. .. During the last month,..

1. Telecars j _ Hay - _ day
X, Programmed domiciary care j __ days — days __ days
3. Social domiciliary help [N _ days | __ days | __ days
4. Daycentre j. - - days . days
5 Orocupational centres j o days — days . days
& I:_Lﬁuri:r.e?mtinnaland lesure and free _J i i e

Eime activities L, pymcna .
7. Other—. ] _ day | days _ day
In the [ast & months... In the last 6 months...
o I e s
9. Information, Advice/ Assessment 1 __days | __ days | __ days
10. Psychosocial care to family members j — - — days . days
11. Respite services: Temporany stays j __ days — oS __ days
12. Services from sign language interpreters - _ days | _ daws __ days
13. Other alternative communication systems j. o days | days - days
14. Residential centres j —days | days . days
15. ;::::'n and hydrotherapy for disabled _J ek e kg
16. Work orientation/preparation j _ Hay - _ day
17. Other—. a _daps | _ days _ day
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MaME oF THE DISEASE BURQOL BD

{*) Reasons: 1 — Wasiting list. 2 — Mot available in the setting. 3 — Cannot pay it. 4 — Does not comply with anmy of the
reguirements. § — Other neasons.

23. Are you satisfied with the health care received because of your disease?
Please indicate the degree of your satisfaction on a scale of 1 to 10.

OO0 00000-00O-a0g-0n
i 2 3 4 5 6 7 ] 9 10
Mot at all satisfied. ..o s s WETY Satisfied

24. Who answers the guestionnaire for the patient?
o The person with a rare disease on their own
o The person with a rare disease with the support of an informant or interpreter
o An informant {family member, tutor, carer, etc.)

EQ-5D-5L (5 levels)

Barthel Index
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B) Carer’s questionnaire

QUESTIONNAIRE FOR THE CARER |
The patient's principal informal carer (not contracted) fills in the gquestionnaire

1. Carer's age

2, Sex o Female o Male
3. Region
4. Marital status
o Single 0 Separated
o Married or cohabiting o Widow
o Divorced
5. What is your relationship with the patient? Are you their.
o Maother/father o Grandparent
o Uncle o Another (please specify)
o Sibling

6. Since when have you cared for the patient?
What is your working situation?
o 1 am employed

YEars manths

M

o Retired or pensioner = Skip to gquestion 9
o Domestic tasks = Skip to guestion 10
o Other (student, unemployed, etc.) = Skip to question 10

B. Work-related problem (only to be answered in case the carer is active (employed
or unemployed)

a. Has caring for the patient because of the disease they suffer meant any
work-related problem for you in the last 12 months?

o Yes o Mo = Skip to guestion 10
b. In case of yes, please specify this
o | requested____ days leave of absence
o | was working ___ hours less a day for ___ days
o 1 am working ___ hours less a day
o | do not work less hours a day but | have problems fulfilling my working hours

o Other problems:

= Skip to question 10
9. Retirement (only to be answered in case the carer is retired or a pensioner)
a. Hawe you had to retire early to care for the patient?
o Yes o No = Skip to guestion 10

b. In case of yes, please specify:
o 1 retired early at the age of___ years

10. ZARIT Scale
11. EQ-5D-5L (5-level)
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QUESTIONNAIRE FOR THE CARER

Regarding the role played by you as PRINCIPAL CARER...

12a. How much time do you invest in a normal DAY for each one of the activities
related to the patient's disease?
Please specify the approwimate ime you spend daly on eadh activity

On basic hygiene and dressing or changing them Boirs ifetics a day
On bathing or showering them Bour ifatics a day

On feeding them mours  mieles a day

On helping them o move T iR a day

On cooking and prepaning meals Rowrs Mt a day

Admirgstration of drugs PO L a day

12b. How much time do you invest in a normal WEEK on each one of the following
activities related to the patient's disease?
Please specify the appromimate time you spend weekdy on each activity

On domestic tasks {cleaning, laundry, efr.)  Rews  mmieeles p—
Om travel T it @ ik

Onshopping Bours it a vk

On financial, administrative or legal affairs Bours L 2 vinzk
On social and felsure activities =~ Bours figtEs @ veiahy

Monifoning and supervision (fails) Pauirs ifoLEL & itk

Regarding the role played by OTHER CARERS (e.g. the rest of the family)

13a. How much time in a normal DAY do other carers spend on each one of the
following activities related to the patient’s disease?
Phazce spacify the approximate fme fhese people spend gaily on each activity

O basic hygiene and dressing or changing them meus  mietes & iy
On bathing or showering them T Mitetic a day

On feeding them Bowrs Mirtes a day

On helping them o mave Bours L a day

O cooking and preparing meals e Euwm Miftis & day

Admirestration of drugs B Mifutis a day

13b. How much time do other carers spend in a normal WEEK on each of the
following activities related to the patient’s disease?
Please spaciy the approwimahe ame these people spend ekl on sach acthily

On domestic tasks (deaning, laundry, etc..}) Bours mitis & ik

Ontravel Bowirk Mirtes & ik

On shopping .~ Bours Mifutes & i

Oni financisl, administrative or legal affairs o heums i & voinkh

On sociaf and felsure schvities mours imstet 2 misak

Mol and s alls) Rours il @ ik
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