
Page 1 of 9 
Version 3.1 Study H18-02054 Apr. 24, 2019 

 

 
 
 
 
 

Participant Information and Consent Form 
Perspectives on a T1DM Pediatric-to-Adult Transition Clinic in Vancouver, Canada 

 
Principal Investigator:   
Dr. Shazhan Amed 
Associate Clinician Scientist, BC Children’s Hospital Research Institute 
Clinical Associate Professor, University of British Columbia 
Pediatric Endocrinologist, Department of Pediatrics, Division of Endocrinology and Diabetes 
Tel: 604-875-2000 ext. 4803 
Email: samed@cw.bc.ca 
 
 
Co-Investigators:   
Dr. Joseph Leung 
Clinician Investigator Program Research Fellow, University of British Columbia 
Adult Endocrinologist, University of British Columbia 
Tel: 604-910-7717 
Email: jmleung@alumni.ubc.ca 
 
Dr. Tricia Tang 
Associate Professor, University of British Columbia 
Post-graduate Research Director, Department of Medicine, Division of Endocrinology 
Tel: 604-875-4111 ext. 63449 
Email: tricia.tang@vch.ca 
 
 
Contact Information:   
Dr. Joseph Leung: 604-910-7717; jmleung@alumni.ubc.ca 
 
 
 

 

DEPARTMENT OF PEDIATRICS 
ENDOCRINOLOGY & DIABETES UNIT 

K4-213, 4480 Oak Street 
Vancouver, BC V6H3V4 

Tel: 604-875-2117; Fax: 604-875-3231 
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Sponsor:  
This study is not funded and there is no conflict of interest on the part of the researchers. 
 
Why should you take part in this study? 
You are being invited to take part in this research study because (1) you are age 16-35, have 
type 1 diabetes mellitus (T1DM), and have been identified by the diabetes team as a 
transition-aged individual with T1DM; (2) you are a parent of a youth or young adult with type 
1 diabetes; or (3) you are a healthcare provider who works with youth or young adults with 
type 1 diabetes. Your participation is voluntary. "We" in this document means the doctors and 
other research staff. 
 
Background: 
When youth with T1DM turn 18 they are transitioned from pediatric diabetes care to adult 
diabetes care. The International Society for Pediatric and Adolescent Diabetes (ISPAD) has 
published recommendations on how to make this transition as easy as possible. One of their 
recommendations is to establish a young adult diabetes clinic where members of pediatric 
and adult diabetes teams work together to make the transition process easier.  
 
Purpose: 
This study will gather perspectives from youth, young adults, parents, and healthcare 
providers about the T1DM pediatric-to-adult transition experience in Vancouver, BC. In this 
study, you will attend a two-hour long focus group or a 30-minute interview at BC Children’s 
Hospital.  
 
The results of this study will be used to determine the most suitable format for a pediatric-to-
adult transition clinic for patients with T1DM at BC Children’s Hospital. The results will be 
shared with individuals who influence the delivery of health care to young adults in BC and 
Canada, such as doctors, nurses, and decision makers.  
 
The activities that you are being asked to participate in are explained in the “Study 
Procedures and Participant Responsibilities” section below. Please review this consent form 
carefully before deciding whether or not you wish to be part of the research.  
 
Sign this consent only if you accept to be a research participant. If you do not participate in 
the study, there will be no negative consequences to the medical care, education, or other 
services to which you are entitled to or are presently receiving.  
 
Because this study involves audio recording of focus groups, it will be impossible to withdraw 
from the focus group after it has already occurred. Thus, your focus group responses that 
have been audio recorded cannot be withdrawn. However, you have the right to request the 
withdrawal of your personal information collected during the study to the extent possible. If 
you wish to withdraw your responses on the demographics form or transition interventions 
form, you may do so without any negative consequences to the medical care, education, or 
other services to which you are entitled to or are presently receiving. If you would like to 
request the withdrawal of your identifiable data, please let the study team know. 
 
Please take time to read the following information carefully and to discuss it with your family, 
friends, and doctor before you decide. 
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Study Procedures and Participant Responsibilities for Focus Groups 
(1) Introduction (30 minutes) 

a. Informed consent: signed informed consent form, if not already done 

b. Welcome and group introductions: get to know the other youth, young adults, 
parents, or healthcare providers in the focus group 

c. Demographics questionnaire: fill-out a questionnaire about you 

d. Refreshments: food and refreshments will be available 

(2) Question Set 1 (40 minutes) 

a. If you are age 16-35 (or parent), discuss your transition experiences (so far) 

b. If you are a healthcare provider, discuss how you prepare patients for the 
pediatric-to-adult transition 

c. There will be questions to prompt you; feel free to share your thoughts with the 
other focus group participants 

d. The discussion will be moderated by a focus group facilitator and audio 
recorded by a research assistant 

e. All responses will be de-identified 

(3) Break (10 minutes) 

(4) Question Set 2 (40 minutes) 

a. If you are age 16-35 (or parent), discuss what would help make the pediatric-to-
adult transition easier, for example, what aspects of a T1DM transition clinic 
would be valuable to you?  

b. If you are a healthcare provider, discuss what would help make the pediatric-to-
adult transition easier, for example, what aspects of a T1DM transition clinic 
would be valuable to you?  

c. There will be questions to prompt you; feel free to share your thoughts with the 
other focus group participants 

d. The discussion will be moderated by a focus group facilitator and audio 
recorded by a research assistant 

e. All responses will be de-identified 

f. Debrief on the focus group sessions 
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Study Procedures and Participant Responsibilities for Semi-Structured Interviews 
(1) Introduction (2.5 minutes) 

a. Informed consent: signed informed consent form, if not already done 

b. Demographics questionnaire: fill-out a questionnaire about you 

(2) Question Set 1 (12.5 minutes) 

a. If you are age 16-35 (or parent), discuss your transition experiences (so far) 

b. If you are a healthcare provider, discuss how you prepare patients for the 
pediatric-to-adult transition 

c. There will be questions to prompt you; feel free to share your thoughts with the 
interviewer 

d. The discussion will be moderated by an interviewer and audio recorded by a 
research assistant 

e. All responses will be de-identified 

(3) Break (2.5 minutes) 

(4) Question Set 2 (12.5 minutes) 

a. If you are age 16-35 (or parent), discuss what would help make the pediatric-to-
adult transition easier, for example, what aspects of a T1DM transition clinic 
would be valuable to you?  

b. If you are a healthcare provider, discuss what would help make the pediatric-to-
adult transition easier, for example, what aspects of a T1DM transition clinic 
would be valuable to you?  

c. There will be questions to prompt you; feel free to share your thoughts with the 
interviewer 

d. The discussion will be moderated by an interviewer and audio recorded by a 
research assistant 

e. All responses will be de-identified 

f. Debrief on the focus group sessions 
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Potential Risks: 
There are no health risks in being part of this study. There are no risks to the healthcare that 
you receive from taking part in this study. It is possible that completing questionnaires and 
talking about challenges with diabetes care might cause some stress. However, these types 
of questions are often asked by members of the medical team and it is not expected that 
asking these questions will change how you feel about your diabetes management or your 
role in your diabetes management. Also, you will be able to skip any questions that you would 
prefer not to answer. Below, you may find some resources to help you in case it is needed: 
 
Child and Youth Mental Health Services (CYMH) 
Child and Youth Mental Health Services are offered throughout British Columbia by the 
Ministry of Children and Family Development (MCFD). These services provide a wide range 
of community-based specialized mental health services free of charge for adolescents and 
youth with mental health concerns and their families. Go to this website for phone numbers 
for offices across BC: https://www2.gov.bc.ca/gov/content/health/managing-your-
health/mental-health-substance-use/child-teen-mental-health 
 
BC Psychological Association 
You can find psychologists based on location. The fee for private psychologists generally 
start at $180/hour and many extended benefit plans cover psychological services. This 
website provides a searchable list of registered BC psychologists:  
https://www.psychologists.bc.ca/find_psychologist_full  
 
BC Association of Clinical Counsellors  
You can find registered clinical counsellors based on location. The fee for registered clinical 
counsellors generally start at $110/hour. Extended health care plans may cover the cost of a 
consultation. This website allows you to search for registered clinical counsellors in BC: 
http://bc-counsellors.force.com/CounsellorSearch 
 
Help Lines 
These lines are 24-hour help lines that you can phone if you are in distress: 
Crisis Intervention and Suicide Prevention Centre of British Columbia 

Greater Vancouver     604-872-3311 
Lower Mainland and Sunshine Coast  1-866-661-3311 
BC wide      1-800-SUICIDE (1-800-784-2433) 

Kids Help Phone      1-800-668-6868 
 
Participants may also speak with the clinic personnel and other care providers if they become 
distressed due to the research questions. 
 
Potential Benefits: 
There are no direct benefits to taking part in this study. The results of this study may help 
improve the healthcare services that are available to young adults with T1DM living in BC.  
 
Confidentiality: 
Your confidentiality will be respected. However, research records and health or other source 
records identifying you may be inspected in the presence of the Investigator or his or her 
designate by representatives of UBC Research Ethics Board for the purpose of monitoring 
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the research. No information or records that disclose your identity will be published without 
your consent, nor will any information or records that disclose your identity be removed or 
released without your consent unless required by law. We encourage all participants to 
refrain from disclosing the contents of the discussion outside of the focus group; however, we 
cannot control what other participants do with the information discussed.  
 
You will be assigned a unique study number as a participant in this study. This number will 
not include any personal information that could identify you (e.g., it will not include your 
Personal Health Number, SIN, or your initials, etc.). Only this number will be used on any 
research-related information collected about you during the course of this study, so that your 
identity will be kept confidential. Information that contains your identity will remain only with 
the Principal Investigator and/or designate. The list that matches your name to the unique 
study number that is used on your research-related information will not be removed or 
released without your consent unless required by law. 
 
The security of all confidential information will be maintained at all times. Only study 
personnel will have access to the audio recordings, transcripts, and file records. All audio 
recordings, paper transcripts, and file records will be stored in a locked filing cabinet in room 
A4-196 at the BC Children’s Hospital Research Institute. All electronic data (e.g. audio 
recordings, electronic transcripts, and file records) will be stored on a secure computer or 
USB drive that is password protected and encrypted. There are no plans to use the audio 
recordings for any purpose other than research. According to UBC policy requirements the 
study data will be retained for at least 5 years after which all information records will be 
destroyed per current government standards.  
 
Your rights to privacy are legally protected by federal and provincial laws that require 
safeguards to ensure that your privacy is respected. Further details about these laws are 
available on request to the study team. 
 
Disclosure of Race/Ethnicity: 
In this study, we will be collecting information on race and ethnic origin, as well as other 
characteristics of individuals, because these characteristics may influence how people 
experience healthcare and use health services. Providing information on your race or ethnic 
origin is voluntary. 
 
Remuneration: 
You will receive a $25 gift card and a $15 transportation voucher.  
 
Contact for Information about the Study: 
If you have any questions or concerns about what we are asking of you, please contact us at 
any time.  
 
Contact for Concerns about the Rights of Research Participants:  
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. Please reference the study number (H18-
02054) when contacting the Complaint Line so the staff can better assist you.  
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Perspectives on a T1DM Pediatric-to-Adult Transition Clinic in Vancouver, Canada 
 
Participant Consent: 
My signature on this consent form means: 

§ I have read and understood the information in this consent form.  
§ I have had enough time to think about the information provided. 
§ I have been able to ask for advice if needed. 
§ I have been able to ask questions and have had satisfactory responses to my 

questions.  
§ I understand that all of the information collected will be kept confidential and that the 

results will only be used for scientific purposes. 
§ I understand that my participation in this study is voluntary. 
§ I understand that I am completely free at any time to refuse to participate in this study, 

and that this will not change the quality of care that I receive. 
§ I understand that I am not waiving any of my legal rights as a result of signing this 

consent form.  
§ I understand that there is no guarantee that this study will provide any benefits to me. 
§ I will receive a signed copy of this consent form for my own records. 
§ I consent to participate in this study.  

 
My signature below indicates that I consent to participate in this study:  
 

 
 

__________________________ 

 
 

________________________________ 

 
 

__________ 
Participant’s Signature Printed Name Date 

 
 
 

__________________________ 

 
 
 

_______________ 

 
 
 

_______________ 

 
 
 

___________ 
Signature of Person 
Obtaining Consent 

Printed Name Study Role Date 

 
 
Investigator Signature: 
 

 
 

___________________________ 

 
 

___________________________ 

 
 

___________ 
Investigator or Designated 
Representative’s Signature 

Printed Name Date 

 
My signature above signifies that the study has been reviewed with the study participant by 
me and/or by my delegated staff. My signature may have been added at a later date, as I 
may not have been present at the time the participant’s signature was obtained. 
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Perspectives on a T1DM Pediatric-to-Adult Transition Clinic in Vancouver, Canada 
 
Focus Group Scheduling:  
 
Please indicate with a tick (ü) your general times of availability for this study:  
 

 Sun Mon Tue Wed Thu Fri Sat 

Mornings  
       

Afternoons  
       

Evenings  
       

 
 
Other comments about Focus Group/Interview Scheduling: ___________________________ 
 
__________________________________________________________________________ 
 
__________________________________________________________________________ 
 
__________________________________________________________________________ 
 
__________________________________________________________________________ 
 
 
Once enough participants have been recruited, we will contact you about the time and exact 
location for the focus group. The focus groups will take place at BC Children’s Hospital. 
Please indicate the best method(s) of contacting you:  
 

Contact  Preferred? 

Home Phone  
 ¨ 

Cell Phone  
 ¨ 

Email  
 ¨ 

Other Contact  
 ¨ 

Other Contact  
 ¨ 
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Perspectives on a T1DM Pediatric-to-Adult Transition Clinic in Vancouver, Canada 
 
Patient-oriented Research:  
We would like to share the results of this study and provide an opportunity for study 
participants to give feedback about the study.  
 
If you agree to be contacted about the results of this study and providing feedback about the 
study, please tick the appropriate box below:  
 
¨ Yes, I agree to be contacted about the results of this study and providing feedback about 
this study  
 
¨ No, I do not agree to be contacted about the results of this study and providing feedback 
about this study 
 
Name: ____________________________________________________________________ 
 
Signature: _______________________________________ Date: ____________________ 
 
Email address: ______________________________________________________________ 
 
Future Studies: 
We may conduct studies in the future about the pediatric-to-adult transition in T1DM. You 
may be contacted in the future to participate in these studies.  
 
If you agree to be contacted for future health-related studies for the pediatric-to-adult 
transition in T1DM, please tick the appropriate box below:  
 
¨ Yes, I agree to be contacted for future health-related studies for the pediatric-to-adult 
transition in T1DM 
 
¨ No, I do not agree to be contacted for future health-related studies for the pediatric-to-adult 
transition in T1DM 
 
Name: ____________________________________________________________________ 
 
Signature: _______________________________________ Date: ____________________ 
 
Email address: ______________________________________________________________ 
 
A1C:  
We will be collecting A1C as part of the demographics form. Sign below if you grant 
permission to the study investigators to validate your A1C with your clinical chart.  
 
Name: ____________________________________________________________________ 
 
Signature: _______________________________________ Date: ____________________ 


