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PEOPLE WITH CHRONIC LYMPHOCYTIC LEUKEMIA (CLL) UNDER ACTIVE SURVEILLANCE

As part of a research project in Human and Social Sciences within the Integrated Research Site on Cancer (SiRIC) CURAMUS, we are conducting a study on the experiences, expectations and needs of people diagnosed with CLL under active surveillance. Our objective is to identify the expectations and needs of the people concerned, in order to improve surveillance pathways throughout the disclosure of the diagnosis and follow-up consults.
The quality of this survey and the wealth of information we gather will depend on the sincerity and frankness of your answers to the questions asked. Do not hesitate to take your time to answer them.
If you do not wish to answer a question, simply move on to the next one.
All information collected will be anonymous and strictly confidential, meaning that the data you enter will not be attached to your personal information or identity. This will not change your care in any way and your answers will not be transmitted to doctors. The aim of this study is to have a collective reading of the results and not simply to read them at an individual level. Your decision to participate in the survey marks your consent.  The storage and processing of data are carried out in accordance with the General Data Protection Regulation (GDPR). The  Bureau for Data Protection of the Pitié-Salpêtrière Hospital carefully reviewed and validated the data plan of this study under the registration N°20211021161308.



Important instructions for your answers
· Most questions where you have to check an answer will give you the option to select more than one of them (unless otherwise indicated).

· When you have a textbox or a box marked “other”, you can answer freely.

PART 1 : THE DIAGNOSIS


	1. What year were you diagnosed?

	




	2. What brought you to consult with a haematologist? 

	Please only select one answer

	General practitioner
	

	Specialist
	

	Occupational medicine
	

	Medical biology laboratory
	

	Other: 


	



	3. Did you have any particular symptoms before this consultation?

	Yes
	

	No
	

	If yes, can you explain what were your symptoms?

	



	4. Who diagnosed your CLL?

	Please only select one answer

	General practitioner
	

	Haematologist
	

	Other: 





	5. Approximately how long (in minutes) did the consultation last during which you learned of your diagnosis?

	





	6. What information did you mainly remember from this consultation where your diagnosis was first disclosed to you?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Information regarding the severity of the disease
	

	Prognosis
	

	Treatment options (chemotherapy, oral therapies, no treatment so far, etc.)
	

	Chronicity (duration in time)
	

	Progression (eventual/possible appearance of symptoms)
	

	Possible symptoms (exhaustion, breathlessness, etc.)
	

	Surveillance (regular consultations, annual check-ups, etc.)
	

	Definitions of CLL
	

	Other:






	7. What did you feel during this consultation where your diagnosis was first disclosed to you?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Anger
	

	Anxiety
	

	Anguish
	

	Sadness
	

	Calm
	

	Fear
	

	Powerlessness
	

	Despondency
	

	Relief
	

	Other:







	8. Were you accompanied during  the consultation where your diagnosis was first disclosed to you?

	Yes
	

	No
	

	If yes, by whom?

	




	Did this help you?

	Yes
	

	No
	

	Other:






	9. Were you referred to a post-diagnosis consultation with a referrent nurse?

	Yes
	

	No
	

	If yes, did you find it

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Useful
	

	Informative
	

	Reassuring
	

	Anxiety-inducing
	

	Other:















PART 2 : SURVEILLANCE


	10. During your follow-up, were you referred to supportive care (psychotherapy, discussion groups, social assistance, sports activities, etc.)? 

	Yes
	

	No
	

	If yes, what kind?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Psychotherapy
	

	Discussion groups
	

	Social worker
	

	Sports activities
	

	Other:










	11. How long after you were first told you were diagnosed did you see a/your hematologist?

	






	12. How often do you currently see your hematologist?

	







	13. On a scale of 1 to 10, where 1 represents great anxiety and 10 represents great comfort, does the hospital environment tend to make you anxious or does it reassure you? (Please circle your answer)

	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	14. Would you wish for more frequent consultations?

	Yes
	

	No
	

	If Yes, for what reason(s)?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	More regular surveillance
	

	Additional information
	

	Consolidation of a trusting relationship
	

	Other:











	15. Would you wish for longer consultations?

	Yes
	

	No
	

	If Yes, for what reason(s)?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Additional information
	

	Consolidation of a trusting relationship
	

	Other:











	16. Have you been offered the possibility to enter a clinical trial?

	Yes
	

	No
	

	Did this…

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Reassure you?
	

	Worry you?
	

	Encourage you?
	

	Other:













	17. Have you entered a clinical trial?

	Yes
	

	No
	

	If yes, are you pleased with your choice?
	

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Yes
	

	No
	

	Other:



	Are the costs to you (side effects, impact on personal life, etc.) worth the benefits you expect from it?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Yes
	

	No
	

	Other:



	As part of this protocol, how regularly are you monitored?

	





	Under this protocol, who is in charge of your care?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Haematologist
	

	Nurse
	

	Clinical Research Assistant
	

	Other:









	18. Have you turned to forms of alternative medicine (homeopathy, traditional medicines, osteopathy, naturopathy, etc.)?

	Yes
	

	No
	

	If yes, which kind?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Homeopathy
	

	Traditional medicine
	

	Osteopathy
	

	Naturopathy
	

	Acupuncture 
	

	Dietetics
	

	Massages
	

	Sophrology
	

	Hypnosis
	

	Other:




	Why did you feel the need for it?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Holistic approaches
	

	Better life hygiene
	

	Personal beliefs 
	

	Ways to overcome potential shortcomings of biomedical approaches
	

	Other:












	19. Have you talked to your hematologist about this?

	Yes
	

	No
	

	If yes, what did he/she say about it?

	















	20. Have you had negative experiences regarding your care?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Lack of information
	

	Difficult relationships with medical professionals
	

	Consultations
	

	Follow-ups
	

	Other:
















PART 3 : THE IMPACT OF THE CLL DIAGNOSIS

	21. Did you experience any particular difficulties following the disclosure of your diagnosis?

	Yes
	

	No
	

	If Yes, what kind?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Communication with your loved ones
	

	Limitations on your social life
	

	Anxiety
	

	Anguish
	

	Anger
	

	Professional difficulties (diminished income, conflicts, sick days, etc.)
	

	Food/diet
	

	Sleep
	

	Lack of motivation
	

	Other:








Despite the difficulties that may be associated with being diagnosed with CLL, we would also like to understand better whether this experience may also have had a more positive impact on your life

	22. Would you say that the disease has brought you something since you were diagnosed?

	Yes
	

	No
	

	If yes, in what regards?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Stronger relationships with your loved ones
	

	A new outlook on life
	

	Stronger sense of personal values
	

	New relationship to time
	

	Other:







	23. In relation to your CLL diagnosis, do you consider yourself to be sick?

	Yes
	

	No
	



	24. How do you rate your current state of health?
	

	Very good
	

	Good
	

	Medium
	

	Bad
	

	Very bad
	



	25. Did the disclosure of your diagnosis disrupt any life plans you had previously had?

	Yes
	

	No
	

	If yes, which one(s)? 

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Buying a place
	

	Trip
	

	Religious and /or civil union
	

	Divorce / Separation
	

	Having children / Adoption
	

	Moving places
	

	Bank loan
	

	Changing jobs
	

	Retirement
	

	Taking out insurance
	

	Adopting a pet
	

	Other:












	



	26. [bookmark: _gjdgxs]Did you change your lifestyle in any way?

	[bookmark: _gjdgxs]Yes
	

	[bookmark: _gjdgxs]No
	

	[bookmark: _gjdgxs]If yes, how so? 

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	How you eat
	

	Your sleep
	

	Your job
	

	Your relationships with others
	

	Physical activity
	

	Other:













	27. What does the lack of recommendations regarding specific preventive measures to prevent the disease from progressing evoke for you? 

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Feeling of powerlessness
	

	Guilt
	

	Release from guilt
	

	A challenge
	

	A feeling of injustice
	

	Anger
	

	Lack of understanding
	

	Damocles’ sword / Anxiety / Feeling of being at risk
	

	Other:













	28. How do you consider the possibility of having to be treated one day?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	As an inevitability
	

	We’ll see
	

	Improbable
	

	Not too focused on it
	

	Other:







	29. What do you think potential future treatment options may be?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Effective
	

	Reassuring
	

	Constraining
	

	With side effects
	

	Dangerous
	

	Other:








	



	PART 4 : SUPPORT NETWORKS, INFORMATION AND COMMUNICATION

	30. Have you sought additional information on your diagnosis?

	Yes
	

	No
	

	If yes, through what medium?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Haematologist
	

	Referent nurse
	

	The internet (forums, leaflets, information websites, blogs, videos, etc.)
	

	Other patients
	

	Loved ones or personal relationships
	

	Regional Agency of Health (ARS)
	

	Association: Ligue contre le cancer
	

	National Institute on Cancer (INCa)
	

	High Authority of Health (HAS)
	

	World Health organization (WHO)
	

	Medical literature
	

	General literature
	

	Patients’ associations
	

	Other:







	31. Did you turn to patients’ associations

	Yes
	

	No
	

	If yes, which one(s)?

	



	What motivated you?

	






	Did this help you?

	Yes
	

	No
	

	If yes, how so?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Information
	

	Psychological support
	

	Professional support
	

	Legal support
	

	Social support
	

	Personal support
	

	Contact with people in a similar situation
	

	Contact with medical professionals
	

	News about CLL
	

	Information about / access to clinical trials
	

	Other:










	32. Do you talk about your diagnosis with your loved ones?

	Yes
	

	No
	

	If yes, to whom?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Partner
	

	Children
	

	Familial circle
	

	Friends
	

	Acquaintances
	

	Colleagues 

	Other:





	



	33. Are there people to whom you would rather not disclose your diagnosis?

	Yes
	

	No
	

	If  yes, to whom and why?

	







	34. Have any of the medical professionals who follow you offered you the option to seek psychological support in relation to your diagnosis?

	Yes
	

	No
	



	35. Have you felt the need for it yourself? 

	Yes
	

	No
	



	36. Are you in psychotherapy?

	Yes
	

	No
	

	If yes, with what kind of specialist (psychologist, psychoanalyst, psychiatrist, etc.)?

	



	Since when?

	





If you feel the need to access psychological support, you can find information on the following websites: 

· The Cancer Reception Centers of the City of Paris if you live in Paris: 
ACVP Quincampoix,18 rue Quincampoix, 75004 Paris - Tél. : 01 49 96 75 75 - acvpquincampoix@paris.fr
ACVP Valmy, 161 quai de Valmy, 75010 Paris - Tél. : 01 55 26 82 82 - acvpvalmy@paris.fr
ACVP Convention,18 rue de la Convention, 75015 Paris - Tél. : 01 43 92 62 00 - acvpconvention@paris.fr

· Ligue contre le Cancer website: https://www.ligue-cancer.net/
· SiLLC website: https://www.sillc-asso.org/

	37. Have there been times when you found yourself needing to disclose your diagnosis (insurance, loan, etc.)?

	

















PART 5 : SOCIO-DEMOGRAPHIC QUESTIONS

	38. What is your gender?

	Man
	

	Woman
	

	Other / Prefer not to say
	



	39. What is your birth year?

	






	40. What is your educational background?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Pre A-levels
	

	A-levels
	

	1 year of study/training post A-Levels
	

	2 year of study/training post A-Levels
	

	3 year of study/training post A-Levels
	

	4 year of study/training post A-Levels
	

	5 year of study/training post A-Levels
	

	8 year of study/training post A-Levels 
	

	Still studying
	

	Other:





	



	41. What is your current occupation?

	Please select all answers you feel reflect your experience and don’t hesitate to provide details and/or other answers in the “Other” textbox

	Student
	

	Working part-time
	

	Working full time
	

	Retired
	

	Unemployment 
	

	Sick-leave
	

	On disability
	

	Other:





	42. Nationality/ Nationalities

	





	43. Zip Code

	





	44. Familial situation

	Single
	

	Divorced / Separated
	

	Married
	

	Common-law union
	

	Civil partnership
	

	Widowed
	

	People under your care:

	Yes
	

	No
	

	If yes, how many?

	




	45. Monthly household income (approximate)

	Between 0 and 1000 euros
	

	Between 1000 and 2000 euros
	

	Between 2000 and 3000 euros
	

	Between 3000 and 4000 euros
	

	Between 4000 and 5000 euros
	

	More than 5000 euros 
	



	46. Is there a question that we have not asked you that you feel is important?

	Yes
	

	No
	

	If yes, which one and what do you wish to say?

	


















Thank you for taking the time to complete this questionnaire. Your participation is very valuable to us. We will inform you when our results are published. As a reminder, all data will be completely anonymised and confidential.
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