
Responses Overview Active

1. Are you currently taking treatment for your condition?

2. How well is your current treatment working for you?

3. If someone offered you a new treatment, would you consider switching?

4. Have you been hospitalized or received medical follow-up recently?

5. Does your condition affect your daily life right now?

6. Who usually makes decisions about your treatment?

Responses

4

Average Time

1144:13

Duration

28

Yes, every day 0

Yes, but only sometimes 3

No, not currently 1

It works well and I feel better 0

It helps a bit, but I’d like something better 2

It doesn’t work well / I still feel bad 1

Yes, if it could work better 2

No, if my current one works 1

I don’t know 0

Yes, in the last 6 months 2

Yes, more than 6 months ago 1

No 1

Yes, a lot 2

A little 1

Not really 1

Mostly adults (parents or doctors) 0

Mostly me 1

We decide together 3

Days



7. Relationship with Healthcare Professionals

8. Experience of Living with the Condition

9. Treatments and Interventions

10. Diagnosis and Care Pathway

11. Daily Life and Independence

12. Participation and Empowerment

13. Is there anything else that is really important to you that we didn’t ask about?

3
Responses

Latest Responses

"Addressing more about mental health care for patients with chronic diseases. Als… "

"I think to talk about mental health is important"
. . .

1 Trusting what health professionals tell me

2 Being listened to and taken seriously by doctors

3
Having clear explanations about my condition and
treatments

4 Feeling free to ask questions without being judged

1 Having less pain

2 Feeling less tired or drained

3 Feeling less stressed about my condition

4 Worrying less about the future

1 Having a treatment that really works

2 Avoiding side effects that bother me

3
Having an easy-to-take treatment (not painful, not
too often)

4
Having access to other types of care (like
physiotherapy, adapted exercise, etc.)

1 Getting a diagnosis quickly

2 Doctors communicating well with each other

3 Being well-informed about my disease and my rights

4 Not having to go to hospital too often

1
Being able to attend school or activities like other
people

2 Being able to go out or see my friends

3 Doing things on my own without needing help

4
Having people around me who understand my
condition

1
Being listened to when decisions are made about my
care

2 Being able to give my opinion about treatments

3 Being informed about research or clinical trials

4
Having easy ways to contact my care team
(messages, video calls, etc.)


