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Prevalence of visual hallucinations in patients undergoing intravitreal anti-VEGF agents in northern British Columbia
Principal Investigator:  

Dr. Andrew Lukaris.  Ophthalmology and Visual Science, UBC. 

Tel: (250) 596-3011
Co-investigators: 
Dr. Davina Banner.  School of Nursing, UNBC. Tel: (250) 596-3011

Minh Nguyen (medical student). Northern Medical Program. 

Faculty of Medicine, UBC. Tel: (250) 981-0758
Dr. Mary Lou Jackson. Ophthalmology and Visual Science, UBC.
Dr. Aaron W. Joe. Ophthalmology and Visual Science, UBC.
Purpose:
Some patients who have changes in vision due to age-related macular degeneration and diabetes will notice that they have visual hallucinations (Charles Bonnet Syndrome). It is not uncommon, and we would like to see if you are experiencing these hallucinations.  We invite you to participate in a survey to determine how many patients in our office are experiencing visual hallucinations.  It is also important to know how many people do not experience visual hallucinations.
What is Charles Bonnet Syndrome?

Charles Bonnet Syndrome is a visual disturbance phenomenon that can occur when a person has impaired vision (such as yourself). These are not a result of mental illness. Even though the eyes are not working properly, the brain is trying to make sense of the world.  These hallucinations are usually vivid and can involve people, animals, nature, and shapes. Often, no other senses are involved (for example: the hallucinations do not make a sound or are not speaking to you). Patients often know that these hallucinations are not real, but are reluctant to discuss them with anyone else. This is very common.
Study Procedure:

If you decide to participate, please sign the consent form and complete the short questionnaire. The questionnaire will take approximately 20 minutes to complete.  The next time you see your ophthalmologist, bring this package with you.  


In addition to your regular ophthalmology appointment, contrast sensitivity will be done. We will ask you to look at letters in varying shades of grey to see how sensitive your eyes are to contrast. This will take an extra 5 minutes.
Potential Risks and Benefits:

There is minimal risk involved in participating in this survey. Some patients may feel distressed while talking about hallucinations. You will have the chance to discuss your concerns with your ophthalmologist at your next appointment.


Some patients may feel relieved knowing that others like them also experience visual hallucinations. If your visual hallucinations are a result of another cause, appropriate referrals for treatment will be made. 

Confidentiality:


All patients and their questionnaires will be assigned a unique code to identify them.  Hard-copies of documents will be kept in a secure, locked room. Only the research team will have access to your personal information.  Your health care information (diagnoses and visual acuity) will be retrieved from your medical records and will be linked to your questionnaire. 


The research team will use the data to determine how many patients in northern British Columbia experience Charles Bonnet Syndrome and to identify the nature of these experiences. The findings may be published in the future, and you are free to request copies of these publications. Your identity will remain confidential and you will not be identified in any of the publications or study reports.

Remuneration/Compensation:

Taking part in this survey is totally voluntary and no financial compensation is provided. If you decide not to take part, your care will not be affected in any way. Should you choose to withdraw at any point, you will not be requested to give a reason.

Contact for information about the study:


If you have any questions or desire further information with respect to this survey, you may contact Dr. Lukaris' office at (250) 596-3011.
Contact for concerns about the rights of research subjects:

If you have any concerns or complaints about your rights as a research participant and/or your experiences while participating in this study, contact the Research Participant Complaint Line in the UBC Office of Research Ethics at 604-822-8598 or if long distance e-mail RSIL@ors.ubc.ca or call toll free 1-877-822-8598.
Consent:

Your participation in this survey is entirely voluntary and you may refuse to participate or withdraw from the study at any time without jeopardy to your normal ophthalmology care.  


Your signature below indicates that you have received a copy of this consent form for your own records.


Your signature indicates that you consent to participate in this study.  

____________________________________________________

Participant Signature




Date

____________________________________________________

Printed Name of the Participant signing above
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