
Interview guide

Time of presentation:

What were your first symptoms? 
	(prompt: what made you think that something wasn't right?)
For how long were you having the symptoms before seeking medical attention?
Who was the health care member seeing you?
What information were you given regarding possible causes of your symptoms?
	(prompt: was the term cancer mentioned? Tumour vs cancer ?)
What was explained to you regarding the tests that you would need to go through?
What feelings and emotions were you experiencing at that time?
What was your main concern?
Is there anything that you would like to add regarding this period before the diagnosis was made?


Time of diagnosis:
How did you first find out about the diagnosis of a brain tumour?
Who told you the diagnosis?
Could you describe to me the setting/environment in which you were told?
	(prompt: Were you alone? quiet room? in the emergency department?)
Were you told enough information or not enough?
	(prompt: If not enough, what additional information would you have wanted at that time ? 	How did you seek more information/what resources did you use? Did you receive 		information regarding the different kind of tumors it could be? Were you told what would 		be the next step? Further investigations, treatment options? How much of it did you 		understand?)
What feelings and emotions were you experiencing at the time of diagnosis?
Before your brain surgery, what concerns did you have?
	(prompt: What were you most worried about when you found out about your diagnosis? 		What were your concerns with regard to the surgery? What advice were you given about 	preparing for surgery ?)
What support did you receive for your concerns?
		(prompt: Did you get help from any of the following: family, friends, an 				organization, support group or community services, home care?)
After your diagnosis but before your surgery, were there any changes in what you could do on a daily basis?
	(prompt: Where were you before surgery - at home, in hospital? Did you work ? Did you 		require assistance for any of the following activities: preparing meals,shopping, driving, 		taking medications, paying bills, or managing other chores?)
What assistance did you receive? 
		(prompt: Did you get help from any of the following: family, friends, an 				organization, support group, community services, home care? For how long did 			you use this assistance?)
Is there anything that you would like to add regarding this period between diagnosis and before surgery?

Time of surgery:

Describe your conversation with the surgeon regarding surgery.
	(prompt: Were all your questions answered ? What would you have changed about the 		conversation ? What information were you given regarding the goal of surgery, risks and 		benefits of surgery, alternative treatments, the next steps after surgery, and when you 		would receive the final pathology result?)
What was your main concern regarding surgery? (prompt : How did you address your concerns ?)
Did you know what to expect immediately after the surgery? (prompt : Did you know that you would go to the ICU after surgery?)
Did you have any complications after surgery? (prompt : If yes, what and how were they managed?)
Describe your overall experience at the hospital. (prompt : What would you have changed about the experience ?)
After your brain surgery, what concerns did you have?
What support did you receive for your concerns?                                                 
(Prompt: Did you get help from any of the following: family, friends, an organization, support groups or community services?)
Is there anything that you would like to add regarding this period after surgery but before being discharge from the hospital?


Time of discharge from hospital:

What feelings and emotions were you experiencing when you left the hospital?
	(prompt: How long did you stay in hospital after surgery ? did you feel you were ready to 		leave?)
How did you find out the pathology of your tumour ? 
		1. Who informed you of the pathology result ? In what setting ? 
	2. What information were you given about the prognosis associated with your type of 		tumour ? 
	3. What would you like to change about that process?
What was your understanding of what to expect in the following few weeks?	(prompt: What were you told to expect regarding symptoms and recovery from surgery ? what did you know about further treatment and the Cross Cancer Institute? Radiotherapy? Chemotherapy? Did you seek additional information - internet, support groups, etc ?)
After surgery, what adjustments did you neeed to make to life at home ?
	(prompt : Were there changes in what you could do on a daily basis ? Did you have 		more difficulty doing any of the following activities: eating, moving 	around, self-care 		activities (dressing, bathing, using the toilet), preparing meals, shopping, driving, taking 		medications, paying bills, or managing other chores?)
What types of support did you expect or hope to have after your surgery? 
	(prompt: Did you expect to have access to community or hospital support groups? Did 		you expect to have any particular community services?)
What assistance did you receive? 
	(prompt: How did you find out about/access this assistance ? Did you get help from any 		of the following: family, friends, an organization, support groups or community services, 		home care? For how long did you use this support?)
Were any of your needs after surgery not met?
Is there anything that you would like to add regarding this period between your discharge from the hospital and your first meeting at the Cross Cancer Institute?


Time of first appointment at Cross Cancer Institute:

How long was the period between your discharge from hospital and your first meeting at the Cross Cancer Institute?
How did you feel physically/emotionally during that period? 
Did you know who to contact if you had questions or experienced new symptoms ? 
If you do not live in Edmonton, did you experience challenges due to coming from outside the city ? What assistance did you receive to organize your visit ? 
Describe your first consultations at the Cross Cancer Institute.
	(prompt: What were your expectations? Anything you would change about the 			experience?)
Did you feel you understood the management plan and how the next stage of treatment would be organized ? 
	(prompt : If not, what additional information or assistance would have helped you 			understand the plan ? If so, what factors helped you understand the plan ? Did you seek 		additional information ; if so, what sources ?)
What was your main concern after leaving this meeting at the Cross Cancer Institute ?
What assistance did you receive to help with your concern ?
Is there anything that you would like to add regarding your first contact with the Cross Cancer Institute ?


Time after treatment on radiotherapy :

How do you feel emotionally now that you have completed your treatment of radiotherapy?
Now that you have been through the surgery and radiotherapy treatment, do you have any of your long-term goals that have changed compared to before surgery?
	(prompt:What are some of your long term plans? What are some of your hopes or 		dreams?)
Looking back over the last few months - during radiotherapy, after surgery, before surgery -what factors have been the most beneficial to make the process easier ?  What could have been done differently to support the experience ? 
What are your concerns regarding the future ?
	1. What needs do you anticipate ? What associated supports?
	2. Do you feel you have the resources to find adequate support? 


Miscellaneous:

Could you tell me about your ethnic, cultural and/or religious background?
	(prompt: What is your ethnicity? What is your country of origin?)
Do you think your ethnic, cultural or religious background influences your attitude towards a diagnosis of brain tumour ? toward surgery? 
	(prompt: How does your background influence your attitude towards major life events? 		Influence your family/caregivers ?) 
How do you think your ethnic, cultural or religious background influenced the types of supports that you used?
	(prompt: Do you think that brain tumour patients with your ethnic, cultural or religious 		background have any particular needs? Do you think that brain tumour patients with 		your ethnic, cultural or religious background have preferences for any particular types of 		supports?)
Is there anything that you would like to add?

