TRANSPLANT RECIPIENT EXPERIENCE QUESTIONNAIRE
Resilience Rising Advocacy
Understanding the emotional, practical and social experience of organ transplantation
Thank you for sharing your experience. Your responses will help Resilience Rising Advocacy better understand the challenges transplant recipients face and identify opportunities for improved peer support, resilience resources and practical assistance.
This questionnaire complements—but does not replace—medical, psychological or allied health care.
Consent and privacy
Please confirm:
☐ I understand the purpose of this questionnaire.
☐ I understand that participation is voluntary.
☐ I may skip any question or stop at any time.
☐ I consent to my responses being used for the Resilience Rising Advocacy case study.
☐ I consent to anonymous information from my responses being included in reports or presentations.
May we contact you to discuss your responses?
☐ Yes
☐ No

1. About you
Name or preferred first name:

Age range:
☐ Under 18
☐ 18–25
☐ 26–40
☐ 41–55
☐ 56–70
☐ Over 70
☐ Prefer not to say
Which organ or organs did you receive?
☐ Kidney
☐ Liver
☐ Heart
☐ Lung
☐ Pancreas
☐ Multiple organs
☐ Other: ___________________________________________
Year of your transplant: ___________________________
How long did you wait for your transplant?

Was this your first transplant?
☐ Yes
☐ No—number of transplants: __________________________

2. Before your transplant
How would you describe your physical health while waiting for your transplant?
☐ Very poor
☐ Poor
☐ Fair
☐ Good
☐ Very good
How would you describe your emotional wellbeing during this period?
☐ Very poor
☐ Poor
☐ Fair
☐ Good
☐ Very good
Which emotions did you experience while waiting? Select all that apply.
☐ Anxiety
☐ Fear
☐ Depression or low mood
☐ Uncertainty
☐ Loneliness
☐ Frustration
☐ Hope
☐ Gratitude
☐ Guilt
☐ Other: ___________________________________________
What was the most difficult part of waiting for a transplant?


Did you receive enough emotional and practical support before your transplant?
☐ Yes, completely
☐ Mostly
☐ Somewhat
☐ Very little
☐ None
What additional support would have helped you during this period?



3. The transplant experience
How well prepared did you feel for the transplant procedure and recovery?
☐ Very well prepared
☐ Mostly prepared
☐ Somewhat prepared
☐ Poorly prepared
☐ Not prepared at all
Did you feel you received clear and understandable information?
	Area
	Yes
	Partly
	No
	Not applicable

	The transplant procedure
	☐
	☐
	☐
	☐

	Recovery expectations
	☐
	☐
	☐
	☐

	Medication and side effects
	☐
	☐
	☐
	☐

	Emotional or mental health effects
	☐
	☐
	☐
	☐

	Lifestyle changes
	☐
	☐
	☐
	☐

	Returning to work or study
	☐
	☐
	☐
	☐

	Family and relationship impacts
	☐
	☐
	☐
	☐


What do you wish someone had told you before your transplant?



4. Recovery and life after transplantation
Overall, how would you describe your recovery?
☐ Much harder than expected
☐ Somewhat harder than expected
☐ About what I expected
☐ Easier than expected
☐ Much easier than expected
Which challenges have you experienced since your transplant? Select all that apply.
☐ Fatigue
☐ Pain or physical discomfort
☐ Medication side effects
☐ Fear of rejection or illness
☐ Anxiety
☐ Depression or low mood
☐ Changes in body image
☐ Survivor guilt
☐ Feeling pressure to be grateful or positive
☐ Loss of confidence or independence
☐ Difficulty returning to work or study
☐ Financial pressure
☐ Changes in family relationships
☐ Changes in friendships or social life
☐ Difficulty adjusting to a “new normal”
☐ Feeling misunderstood or isolated
☐ Other: ___________________________________________
How has transplantation affected your quality of life?
☐ Significantly improved it
☐ Somewhat improved it
☐ Made little difference
☐ Somewhat reduced it
☐ Significantly reduced it
What has been the most positive change following your transplant?


What has been the most difficult part of life after transplantation?



5. Emotional wellbeing
Thinking about the past four weeks, please rate each statement.
	Statement
	Never
	Rarely
	Sometimes
	Often
	Almost always

	I have felt anxious about my health
	☐
	☐
	☐
	☐
	☐

	I have worried about organ rejection
	☐
	☐
	☐
	☐
	☐

	I have felt low or depressed
	☐
	☐
	☐
	☐
	☐

	I have felt isolated or misunderstood
	☐
	☐
	☐
	☐
	☐

	I have struggled with guilt
	☐
	☐
	☐
	☐
	☐

	I have felt confident managing my health
	☐
	☐
	☐
	☐
	☐

	I have felt hopeful about my future
	☐
	☐
	☐
	☐
	☐

	I have felt supported by people around me
	☐
	☐
	☐
	☐
	☐

	I have felt able to enjoy everyday life
	☐
	☐
	☐
	☐
	☐


Have you experienced a mental health difficulty since your transplant?
☐ Yes
☐ No
☐ Unsure
☐ Prefer not to answer
If yes, were you able to obtain suitable support?
☐ Yes, easily
☐ Yes, but with some difficulty
☐ Only partially
☐ No
☐ Not applicable
What has helped you manage emotionally?



6. Support and services
Which sources of support have you used?
☐ Transplant medical team
☐ General practitioner
☐ Psychologist or counsellor
☐ Social worker
☐ Family or friends
☐ Transplant support group
☐ Another transplant recipient
☐ Online community
☐ Religious or spiritual community
☐ I have not received support
☐ Other: ___________________________________________
How satisfied were you with the emotional support provided by your transplant service?
☐ Very satisfied
☐ Satisfied
☐ Neither satisfied nor dissatisfied
☐ Dissatisfied
☐ Very dissatisfied
Were your family members or carers given enough information and support?
☐ Yes
☐ Partly
☐ No
☐ Unsure
☐ Not applicable
Have you ever received support from someone with lived transplant experience?
☐ Yes
☐ No
☐ Unsure
If yes, how helpful was it?
☐ Extremely helpful
☐ Very helpful
☐ Somewhat helpful
☐ Not very helpful
☐ Not helpful

7. Peer mentoring and resilience support
Would support from a trained transplant recipient have been helpful?
☐ Yes, before transplantation
☐ Yes, during the early recovery period
☐ Yes, during long-term recovery
☐ Yes, at all stages
☐ No
☐ Unsure
Which forms of support would be most useful? Select all that apply.
☐ One-to-one peer mentoring
☐ Group discussions
☐ Telephone or video support
☐ Mental wellbeing resources
☐ Resilience-building activities
☐ Practical recovery checklists
☐ Goal-setting support
☐ Returning-to-work or study assistance
☐ Family and carer information
☐ Social connection activities
☐ Guidance about adjusting to life after transplantation
☐ Other: ___________________________________________
How would you prefer to receive support?
☐ In person
☐ Telephone
☐ Video call
☐ Online group
☐ Printed resources
☐ Digital resources
☐ A combination of these
What qualities would you value most in a peer mentor?



8. Your recommendations
What could hospitals or transplant services do better to support recipients’ mental health?


What advice would you give someone currently waiting for a transplant?


What advice would you give someone beginning their recovery?


Is there anything else you would like us to understand about your experience?




9. Future involvement
Would you be interested in:
☐ Participating in a confidential follow-up interview
☐ Reviewing future transplant-support resources
☐ Joining a peer-support program
☐ Receiving information about Resilience Rising Advocacy
☐ Sharing an anonymous written story
☐ None of these
Preferred contact method:
☐ Phone
☐ Email
☐ Text message
Phone: ___________________________________________
Email: ___________________________________________
Thank you for sharing your experience. Some questions may bring up difficult emotions. You may pause or stop at any time. If completing this questionnaire causes distress, please contact someone you trust, your treating team, your GP or an appropriate mental health support service. In an immediate emergency, call 000.

