PRADA Questionnaire
Introduction:
Patients with hereditary angioedema (HAE) are at risk of developing laryngeal edema following dental procedures. To prevent this, it is recommended that patients take medication prior to any dental procedure to prevent an attack. This short-term preventive treatment is called “short-term prophylaxis.” The term “prophylaxis” refers to a set of measures designed to prevent the onset of an angioedema (AE) attack.
It must be administered before the dental appointment (no later than 6 hours beforehand).
The CREAK has decided to conduct a survey on dental care for patients with hereditary angioedema. The goal is to assess the impact of the disease on dental care. We want to determine whether the oral health of HAE patients is compromised due to the risks of laryngeal AE and the constraints associated with administering short-term prophylaxis.
 Please complete this questionnaire.
Questions:
1.    Demographics:
Male       Female                     Age: ______ years

2.    Do you know which type of angioedema you have?
 Type I hereditary angioedema (C1 inhibitor deficiency)
 Hereditary angioedema type II (non-functional protein)
 Angioedema with normal C1 inhibitor (C1 inhibitor levels and activity are normal; formerly known as type III)
 I don’t know

3.    Do you have a home treatment regimen for attacks?
Yes       No 
If yes, which one?
 Icatibant (Firazyr)
 C1 inhibitor concentrate (Berinert)
 C1 inhibitor concentrate (Cinryze)
 Other



4.    If you have a home treatment for attacks, how do you administer it?
 Self-injection
 Injection by a family member
 Injection by a nurse
 I go to the emergency room to have it injected
 Other: _____________

5.    Are you taking maintenance therapy?
   Yes     No
If yes, which one?
 C1 Inhibitor concentrate (Cinryze)
 C1 Inhibitor concentrate (Berinert)
 Tranexamic acid (Exacyl)
 Tranexamic acid (Spotof)
 Danazol (Danatrol)
 Lanadelumab (Takhzyro)
 Berotralstat (Orladeyo)
 Other ____________

6.    With this maintenance treatment, do you still experience attacks?
Yes       No 
If yes, how many per month? : ______________ or per year? ____________

7.    How many times a year do you visit the dentist?
Less than once      Once            More than once 

8.    Have you informed your dentist about your hereditary angioedema?
Yes       No 
If yes, have you experienced:
 Denial of care
 Referral to a hospital for treatment
 Information appreciated by the dentist
 Other: _____________
        If no, why?
             Fear of being denied care
             Forgot
             Other: _________________
9.    Before completing this questionnaire, were you well informed about the benefits of preventive treatment prior to any dental care?
 Yes     No

Were you well informed about the risk of an angioedema attack triggered by dental care?
 Yes     No

And about the need for preventive treatment to limit this risk?
 Yes    No

10.    Have you ever felt afraid that an attack might occur before undergoing dental treatment?
Yes       No 

11.    Have you ever canceled or avoided making an appointment for dental treatment out of fear that an attack might occur?
Yes       No 

12.    Or have you ever delayed dental treatment out of fear of having a seizure?
Yes       No 

13.    Have you ever canceled a dental appointment because you had trouble scheduling a preventive cleaning on short notice?
Yes       No 

14.    Or to postpone it due to difficulties scheduling a preventive care appointment on short notice?
Yes       No 

15.    If yes, what was the reason for this scheduling difficulty?
 Out of fear
 Due to a lack of a prescription
 Lack of available nursing staff
 Product unavailability
 Poor time management/organization
 Product in my possession but expired
 Other _______

16.    Have you ever skipped short-term prophylaxis before dental treatment?
 Yes   No

17.    If yes, for what reason(s)?
 I didn’t know that short-term prophylaxis was required
 Difficulties organizing short-term prophylaxis
 I didn’t have a prescription
 I didn’t have a nurse available
 I didn’t have the product available
 I don’t see the point of short-term prophylaxis
 I’m afraid of prophylactic treatment
     I’m afraid of injections
     I’m afraid of the product
 I didn’t have time to take care of it
 Other ________

18.    After dental treatment, have you ever experienced an attack within 48 hours of the procedure?
 Yes, how many hours later:…   No

19.    How did you treat your attack?
 Open-ended response: _______________

20.    In the event of an attack, did it lead you to go to the emergency room?
 Yes   No
21.    If you experienced an attack, how would you rate its severity?
 Mild
 Moderate
 Severe

22.    Additionally, if an angioedema attack occurred within 48 hours, where was/were it/they located?
 Face
 Treatment site
 Tongue
 Upper airways (throat, larynx, etc.)
 Abdomen
 Hands
 Feet
 Arms
 Legs
 Genitals
 Other ___________

23.    Prior to this dental procedure that triggered the attack, did you use short-term prophylaxis?
 Yes   No

If yes, which one?
 Danazol (Danatrol)
 C1 Inhibitor concentrate (Berinert)
 C1 Inhibitor concentrate (Cinryze)
 Tranexamic acid (Exacyl)
 Tranexamic acid (Spotof)
 Recombinant C1 inhibitor (Ruconest)
 Other ________

24.    Specify the dosage: ________

25.    How long did you take the treatment? ____________

26.     What type of dental treatment was it?
 Scaling
 Root canal treatment
 Tooth extraction
 Routine dental care

27.    Do you have any additional comments regarding dental care for people with hereditary angioedema? : ______________________________________

