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Quality of life questionnaire for patients with AA and/or PNH

We would like to know how you have been feeling recently.  Please try to answer as many of the questions as possible by ticking one of the four boxes.  Please remember that there are no "right" or "wrong" answers.  Most of the questions are about the  past 14 days.The last two questions are about the last six months.
During the past 14 days… 

	
	
	Not at all
	A little
	Moderately
	Very

	1. 
	Have you felt tired?
	
	
	
	

	2. 
	Have you had to rest? 
	
	
	
	

	3. 
	Have you been exhausted for days after you exerted yourself? 
	
	
	
	

	4. 
	Have you had difficulty getting out of bed in the morning?
	
	
	
	

	5. 
	Has your body felt heavy?
	
	
	
	

	6. 
	Has it bothered you that you had to look out for minor symptoms because they could mean something bad?
	
	
	
	

	7. 
	Have you been short of breath?
	
	
	
	

	8. 
	Have you had a tendency to bleed?
	
	
	
	

	9. 
	Have you had problems with susceptibility to infections?
	
	
	
	

	10. 
	Have you had problems with swelling or inflammation in the mouth?
	
	
	
	

	11. 
	Have you had problems sleeping?
	
	
	
	

	12. 
	Has your everyday life been affected by pain?
	
	
	
	

	13. 
	Have you had difficulty standing for an extended period?
	
	
	
	

	14. 
	Has going for a longer walk caused you difficulties?
	
	
	
	

	15. 
	Have you had difficulty climbing stairs?
	
	
	
	

	16. 
	Has your work or other daily activities been restricted?
	
	
	
	

	17. 
	Have you had problems coping with  household chores?
	
	
	
	

	18. 
	Has it been a problem for you to ration your strength
?
	
	
	
	

	19. 
	Have you had no energy left for your personal life and hobbies?
	
	
	
	

	20. 
	Has your normal routine been disrupted?
	
	
	
	

	21. 
	Have you been unable to bring yourself to do things or have you been apathetic
?
	
	
	
	

	22. 
	Have you found it a problem to give up sporting activities
? 
	
	
	
	

	23. 
	Has it bothered you that you were unable to make plans
?
	
	
	
	

	24. 
	Has it bothered you that you were unable to be spontaneous
?
	
	
	
	

	25. 
	Has it bothered you that you had to be careful
?
	
	
	
	

	26. 
	Have you had to take care all the time to avoid picking up an infection?
	
	
	
	

	27. 
	Have you had difficulty concentrating?
	
	
	
	

	28. 
	Have you been irritable?
	
	
	
	

	29. 
	Has everything revolved around your illness?
	
	
	
	

	30. 
	Has it bothered you repeatedly having to face up to your illness
?
	
	
	
	

	31. 
	Have you felt that you were missing out on something in life?
	
	
	
	

	32. 
	Has it bothered you to be classed as “ill”?
	
	
	
	

	33. 
	Have you been troubled by thoughts of an uncertain future?
	
	
	
	

	34. 
	Has it bothered you that your relatives were upset by your illness?
	
	
	
	

	35. 
	Has it annoyed you that you had to explain yourself, e.g.  why you have been unable to do this or that?
	
	
	
	

	36. 
	Have you been afraid of a deterioration in your blood count?
	
	
	
	

	37. 
	Have you been bothered by your blood count results?
	
	
	
	

	38. 
	Have you been afraid that therapies i.e. drug treatments
 might not work?
	
	
	
	

	39. 
	Have you been concerned that there might not be any more therapy (i.e drug treatments) for you
?
	
	
	
	

	40. 
	Have you been afraid of a relapse or deterioration?
	
	
	
	

	41. 
	Have you had signs/symptoms (e.g.  skin tone
, bruises, dark urine, yellow skin) that repeatedly reminded you of your illness?
	
	
	
	

	42. 
	Have you felt vulnerable?
	
	
	
	

	43. 
	Have you felt at the mercy of your illness?
	
	
	
	

	44. 
	Have you worried a lot?
	
	
	
	

	45. 
	Have you felt depressed?
	
	
	
	

	46. 
	Has the illness made you feel less attractive?
	
	
	
	

	47. 
	Have you been less interested in sex?
	
	
	
	

	48. 
	Have you been less able to enjoy sex?
	
	
	
	

	49. 
	Have you felt good about your body?
	
	
	
	

	50. 
	Have you been able to do what you want? 
	
	
	
	

	51. 
	Have you been proud of what you achieved despite the illness? 
	
	
	
	

	52. 
	Have you felt supported by friends and family? 
	
	
	
	

	During the past 6 months… 


	
	
	
	

	
	
	Not at all
	A little
	Moderately
	Very

	53. 
	Have you still been able to go on holiday as you wished?
	
	
	
	

	54. 
	Have you missed interaction with other patients
?
	
	
	
	

	
	
	
	
	
	

	Do you have any further comments?

	
	
	
	


�Have you had to ration your energy? Is this what this question is meaning?


�Disinterested in doing things?


�IS this asking if they have given up sporting activities or assumes they have and whether this has been a problem?


�IS this asking if they have been unable to make plans or assumes they have and whether this has bothered them?


�Again, have they said they haven’t been spontaneous or assume they haven’t?


�Again – this assumes they have had to be careful so if they haven’t how do they answer this question?


�What is this asking? I am not clear? Is your illness dominating your life?


�I am not certain all patients would know what therapies means


�Is this asking because the drug doesn’t work or because of access?


�I think pallor is similar to yellow skin so both are not required


�This assumes interaction is expected with other patients
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