


Pain Management Discussion Guide Focus Groups

Note that this guide is not intended to be used verbatim. The guide should direct the moderator to enhance discussion and elicit comments to identify relevant themes. The embedded questions are not validated survey instruments with precise wording. Questions are intended to focus discussion; question wording may be adapted or reframed to help participants focus on relevant topics for discussion.

Setup:  Zoom Gallery view, audio and video on, names or pseudonyms showing.

1.  Introduction 

· Welcome, everyone.  My name is Susan, and thank you for dialing in today.
· We will be talking today about your experiences of pain and pain management during and after your cancer treatments.
· I am joined today by Talya and [names].  We are an independent research team from Memorial Sloan Kettering Cancer Center and have no vested interest in anything we will be discussing.  The goal of this research is to help other patients facing these issues.  Your open and honest opinions are what we are looking for.  No right or wrong answers.
· We are recording today’s conversation to help us remember what we talk about. By participating, you are consenting to being recorded. After this focus group, your responses will be linked to information taken from your medical records; however, when we write any research articles about this study, you will never be identified by your name.	
· Everything we talk about will be kept anonymous. The recording of this focus group will be stored at MSK until its transcribed. It will be deleted after it is transcribed. We will collect medical records after the focus group as an aggregate.
· Similarly,  I’m asking you all to keep today’s conversation confidential.  To respect everyone’s privacy, what is said in here should not be discussed outside of this session.
· There may be questions that make you distressed. Please let us know if this occurs so that we can alert your treating physician in order for you to be given a referral to discuss further.

· Please keep in mind that we want everyone to have a chance to speak. In a focus group, it is important to hear everyone’s opinions.
· Also, your participation is voluntary.  You can stop participating at any time.
· Please turn off your cell phones so our conversation isn’t interrupted.
· For participating in the research, you will receive your $50 gift card after today’s session.
· Ok, let’s get started by going around the GROUP and introducing ourselves. LET'S START WITH [name]. Please tell us what kind of cancer you had and how long ago you finished your treatment.

1. Experiences of pain (15 min)
a. Now I’d like everyone to look at the question that pops up on your screen. I will read it out loud too.
i. Poll Question 1:
Think about the cancer-related pain you have experienced in the last 6 months. We are talking about pain related to your cancer or its treatment. When did this pain start?
· Before your cancer was treated
· During your cancer treatment
· After your cancer treatment


b. So let’s talk about this question together. Let’s go around and share our responses. [Name], can you please start us off and tell us…
i. When did your cancer-related pain begin?
ii. Has your pain changed over time?
iii. How has the pain affected your daily life?
iv. [go around the room so each person has a chance to answer]


2. Experiences with providers (15 min)
a. Now, let’s talk about the doctors, nurses, and other healthcare providers who treated your pain since you completed treatment for your cancer.  (Italics will be read out loud)







Since completing your treatment for cancer, please indicate the role of different
healthcare providers in managing your pain: 

Poll Question 2
Cancer care provider or oncologist (Doctor or nurse who treats your cancer).
Did this Provider discuss your pain?
· Yes
· No
· I have not seen this kind of provider
Did this Provider treat your pain?
· Yes
· No
· I have not seen this kind of provider


Poll Question 3
Primary Care Provider (Could be a general doctor, family doctor, or nurse practitioner).
Did this Provider discuss your pain?
· Yes
· No
· I have not seen this kind of provider
Did this Provider treat your pain?
· Yes
· No
· I have not seen this kind of provider

Poll Question 4
Pain Specialist (Could be a palliative care doctor or pain medicine doctor).
Did this Provider discuss your pain?
· Yes
· No
· I have not seen this kind of provider

Did this Provider treat your pain?
· Yes
· No
· I have not seen this kind of provider

Poll Question 5
Survivorship Care Provider (Nurse practitioner or Physician assistant).
Did this Provider discuss your pain?
· Yes
· No
· I have not seen this kind of provider
Did this Provider treat your pain?
· Yes
· No
· I have not seen this kind of provider

Poll Question 6
Other Provider (Could be a psychologist, herbalist, physical therapist, Rehab physician, dentist, massage therapist, acupuncturist, neurologist.
Did this Provider discuss your pain?
· Yes
· No
· I have not seen this kind of provider
Did this Provider treat your pain?
· Yes
· No
· I have not seen this kind of provider
Poll Question 7
How would you describe the pain-management care you have received since finishing  treatment?
· Excellent
· Good
· Fair
· Poor

Poll Question 8
Have you had any problems getting care for your pain?
· Yes
· No
B. So now let’s talk about this more.  Which providers were most helpful in treating the pain you’ve had since completing treatment?  
1. And when did they become involved in your care?  
2. [go around the group and make sure everyone participates]

C. Did you experience any problems getting providers to treat your post-treatment pain?
1. If yes, what happened?

3. Experiences with pain treatments 
A. Now, thinking about the cancer-related pain you have had since you finished treatment, I’d like to talk about different pain treatments you may have tried.  In the past 6 months, what types of pain treatments have you used?  
ii. [make sure all participate, enumerate all the different approaches they tried]

B. Now we have 2 survey questions about specific kinds of pain treatments.  Please tell us whether you have tried any of these to help with your pain, since finishing your cancer treatment.  (Italics  will be read out loud)

i. Poll Question 9
Opioids (e.g. oxycodone, Percocet, Dilaudid, fentanyl)
· I use this now
· I tried this but stopped
· I never used this

ii. Poll Question 10
Marijuana (medical or otherwise- smokeables, edibles, concentrates, hash, etc.); Prescription cannabinoids (dronabinol, marional, nabilone, Cesamet, cannabidiol, epidiolex); and CBD Products (oils, creams, oral, tinctures, gummies, edibles etc.)
· I use this now
· I tried this but stopped
· I never used this


4. Receptiveness/resistance to opioids 
A. Now I’m curious to know how many of you tried opioids since finishing cancer treatment?
i. For those who tried opioids:
A. What was your experience – did opioids help your pain?
B. Did you experience any side effects?
C. Did you experience any problems getting opioids?
D. Would you consider taking opioids again for pain? Why or why not?
ii. for those who have NOT tried opioids after finishing treatment:
A. Did anyone recommend trying opioids for your pain?
a. If yes, who?
B. Did you consider taking opioids?
a. If yes:  Why didn’t you end up taking them?
C. Would you consider taking opioids for pain in the future? why or why not?
B. Does anybody feel like there is a stigma or negative perception around opioids?  
A. If so, did that affect your decision of whether to take them for your cancer-related pain?  

5. Receptiveness/resistance to cannabinoids 
a. Let’s talk now about medical and recreational marijuana, prescription cannabinoids, and CBD. How many of you tried any of these products for your cancer-related pain?
i. For those who tried these products after finishing  cancer treatment:
1. What was your experience – 
a. what did you try [make sure they specify]
b. did it help your pain?
2. Did you experience any side effects?
3. Did you experience any problems getting these products?
4. Would you consider taking one of these products again for pain? Why or why not?

ii. For those who have NOT tried these products after finishing treatment:
1. Did anyone recommend trying any of these products for your pain?
a. If yes: who?
2. Did you consider taking them?
a. If yes: why didn’t you end up taking them?
3. Would you consider taking these products for pain in the future?  why or why not?

b. Does anybody feel like there is a stigma or negative perception around marijuana, prescription cannabinoids, or CBD products?  
1. If so, did that affect your decision of whether to take them for your cancer-related pain?  

6. Priorities for pain management 
a. Patients often tell us that managing  pain during cancer treatment involves getting enough pain relief without side effects making it hard to function in daily life.
i. Now that you’re done with treatment, has anything changed in how you balance pain relief with side effects? Do you feel like now, when you have pain, you have to cut down on pain relief in order to be able to go about your daily life without side effects?

7. Other Comments/thoughts 
a. Has covid changed the way you get treatment to manage your pain? If so, how?
b. Is there anything else you can tell me that we have not had a chance to cover? What else would be helpful for patients to know about managing pain during and after cancer treatment?
c. Ok great – that’s all we have for you today.  Thanks so much for participating in our study. Thanks again, everyone!
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