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Informed Consent Form for Participation in a Research Study 
 

Study Title:  Innovative language assessment for children with low motor and speech function: 
Engaging end users to understand the necessary conditions for implementing the C-BiLLT in 
Canada 
 
Principal Investigator: Dr, BJ Cunningham, Faculty of Health Sciences, University of Western 
Ontario, (519)661-2111 x88179, bj.cunningham@uwo.ca  
 
Funder: Canadian Institutes of Health Research (CIHR) 
 
 
INTRODUCTION 
 
You are being invited to participate in a research study. You are invited to participate in this 
study because you may be a Canadian parent/guardian of a child with Cerebral palsy (CP) and 
complex communication needs (e.g., limited motor and speech function, GMFCS levels IV-V). 
This consent form provides you with information to help you make an informed choice. Please 
read this document carefully and ask any questions you may have. All your questions should be 
answered to your satisfaction before you decide whether to participate in this research study. 
 
Please take your time in making your decision. You may find it helpful to discuss it with your 
friends or family.  
 
Taking part in this study is voluntary. You have the option to not participate at all or you may 
choose to leave the study at any time. Whatever you choose, it will not affect the usual medical 
care that you receive outside the study. 
 
IS THERE A CONFLICT OF INTEREST?  

There are no financial conflicts of interest to declare related to this study. As part of this study, 
we will be asking about your family’s assessment experiences and needs and for your thoughts 
about a new accessible language comprehension test. Some study investigators were involved 
in the development and validation of this test. The developers are paid when clinicians take a 
training course for the test, but the test itself is freely available.  
 
WHY IS THIS STUDY BEING DONE? 
 
The purpose of the survey is to understand Canadian families’ access needs and perceived 
barriers to using a new language comprehension test. We want to understand families’ 
experiences with Canadian rehabilitation assessment services for children with CP and complex 
communication needs. Specifically, we want to learn about your experiences and needs related 
to assessments of language comprehension (understanding). In this survey you will be asked 
some general demographic questions, questions about the language comprehension 
assessment(s) your child may have received, and questions about your family’s assessment 
needs. 
 
HOW MANY PEOPLE WILL TAKE PART IN THIS STUDY? 
 
Parents/guardians in Canada will be invited to participate in this study. It is anticipated that 
about 100 parents/guardians will take part in this study, if they fit the following criteria: (1) they 
are the parent/guardian of a child with CP (18-months-18 years); (2) their child also has 
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complex communication needs (i.e., limited motor and speech function); and (3) they currently 
receive (or have received) therapy services in Canada (e.g., speech-language pathology, 
occupational therapy, physiotherapy). Only one parent/guardian per household is required. 
 
This study should take 6 months to complete, and the results should be known in about 1 year. 
 
WHAT WILL HAPPEN DURING THIS STUDY? 
 
If you agree to participate, you will be provided with a survey to complete. The survey will be 
administered online using REDCap, a secure data collection system housed at Western 
University. In this survey you will be asked some general demographic questions, questions 
about the language comprehension assessment(s) your child may have received, and questions 
about your family’s assessment needs. The survey includes 40 questions that are presented in 
3 sections. You can skip any questions you are not comfortable answering. The survey should 
take no more than 30 minutes to complete.  
 
Findings from this survey will inform future work related to improving assessment of children 
with CP and complex communication needs in Canada. 
 
All the information you provide is for research purposes only. Some of the questions are 
personal. You can choose not to answer questions if you wish.  
 
This study is anonymous. We will not be collecting names. REDCap will automatically generate 
a study ID for you, and we will not know which ID belongs to you.  
 
HOW LONG WILL PARTICIPANTS BE IN THE STUDY? 
 
Your participation in this study will last for one day. Once you read this consent form, if you 
agree to participate, you will be taken directly to the survey. The survey should take no more 
than 30 minutes to complete.  
 
CAN PARTICIPANTS CHOOSE TO LEAVE THE STUDY? 
 
There is no expectation or requirement for you to participate, participation is purely voluntary.  
 
You can choose to end your participation in this research (called withdrawal) at any time without 
having to provide a reason. If you choose to withdraw from the study, you do not need to 
contact the research team, as we will not have your name on file. You can simply stop 
completing the survey.  
 
All survey responses will be anonymous. Please note that once you have clicked ‘submit’ in 
REDCap, your survey data cannot be withdrawn because the survey is anonymous, and we will 
not know which survey is yours. Information that was recorded before you withdrew will be used 
by the researchers for the purposes of the study, but no information will be collected after you 
withdraw your permission. 
 
WHAT ARE THE RISKS OR HARMS OF PARTICIPATING IN THIS STUDY?  
 
This study is of minimal risk. However, when completing the survey it is possible you may 
experience boredom or frustration. It is also possible you may be uncomfortable with some of the 
questions that are asked about your demographics or your family’s experiences with clinical 
assessment and services. Please know that you are not required to answer all survey questions. 
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If you have any questions, or would like to talk to someone for support, please speak with Sarah 
Hopmans, the Research Assistant at 905-525-9140 ext. 27854, or you can call Dr. BJ 
Cunningham at 519-661-2111 ext. 88179. They will answer any questions you have or find 
someone for you to talk with. 
 
If you are not comfortable answering some questions, please know that you can refuse to 
answer any or all questions.  
 
WHAT ARE THE BENEFITS OF PARTICIPATING IN THIS STUDY? 
 
You may not receive direct benefit from participating in this study. We hope the information 
learned from this study will help to inform future work related to improving assessment of 
children with CP and complex communication needs in Canada. 
 
HOW WILL PARTICIPANT INFORMATION BE KEPT CONFIDENTIAL? 
 
If you decide to participate in this study, the research team will only collect the information they 
need for this study. REDCap will automatically generate a study ID number for your study data, 
and your personal identifying information (e.g., your name) will never be collected. 
 
We will not have any records identifying you at this centre. 
 
Authorized representatives of the following organizations may look at your original (anonymized) 
data at the site where these records are held, to check that the information collected for the 
study is correct and follows proper laws and guidelines. 

• The research ethics board that oversees the ethical conduct of this study Western 
University Health Sciences Research Ethics BoardThis institution and affiliated sites, 
to oversee the conduct of research at  
their locations 

 
Anonymized information that is collected for the study (called study data) may also be sent to 
other sites affiliated with this study.  Representatives of Clinical Trials Ontario, a not-for-profit 
organization, may see study data if requested. The records received by these organizations 
may contain your participant ID, Age, Sex, Gender, Ethnicity, Province/Territory, and Education 
Level. 
 
This research study is collecting information on ethnicity as well as other characteristics of 
individuals because we want to make sure we are representing the Canadian population. 
Providing information on your race or ethnic origin is voluntary. 
 
Communication via e-mail is not absolutely secure. We do not recommend that you 
communicate sensitive personal information via e-mail. 
 
If the results of this study are published, your identity will remain confidential. It is expected that 
the information collected during this study will be used in analyses and will be 
published/presented to the scientific community at meetings and in journals.  
 
Even though the likelihood that someone may identify you from the study data is very small, it 
can never be completely eliminated.  
 
All study data will be electronic and will be stored on REDCap at https://redcap.nca.uwo.ca/ or 
in a password protected folder on Western's OneDrive. REDCap (Research Electronic Data 
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Capture) is a secure web application for building and managing online surveys and databases. 
The OneDrive folders are specific to Dr. Cunningham’s lab at Western University that can only 
be accessed by authorized research personnel. Western University Health Sciences Research 
Ethics Board may also require access to participants’ study records to monitor the conduct of 
this study. Anonymized data will be retained indefinitely in case data are required for future 
research.  
 
At the end of the study, anonymized data will be retained indefinitely as per Western 
University’s policies. 
 
WHAT IS THE COST TO PARTICIPANTS? 
 
Participation in this study will not involve any additional costs to you or your private health care 
insurance. You can complete the survey at any time that works the best for you.  
 
ARE STUDY PARTICIPANTS PAID TO BE IN THIS STUDY?  
 
You will not be compensated for completing the survey. 
 
WHAT ARE THE RIGHTS OF PARTICIPANTS IN A RESEARCH STUDY? 
 
You have the right to be informed of the results of this study once the entire study is complete. If 
you would like to be informed of the results of this study, please contact the research team. 
 
Your rights to privacy are legally protected by federal and provincial laws that require 
safeguards to ensure that your privacy is respected. 
 
By agreeing to participate you do not give up any of your legal rights against the researcher, or 
involved institutions for compensation, nor does this form relieve the researcher, or their agents 
of their legal and professional responsibilities. 
 
You will be able to download a copy of this consent form.  
 
Since this survey is anonymous, we will not be collecting your name or signature. If you agree to 
participate, you can give your implied consent by clicking on the ‘yes’ button when asked 
whether you are willing to complete the survey. 
 
WHOM DO PARTICIPANTS CONTACT FOR QUESTIONS? 
 
If you have questions about taking part in this study, or if you suffer a research-related injury, 
you can talk to the research team, or the person who is in charge of the study at this institution. 
That person is: 
 
Sarah Hopmans _____________ 905-525-9140 ext. 27854 ____ 
Name (Research Coordinator)   Telephone  
 
BJ Cunningham _____________   519-661-2111 ext. 88179____ 
Name (Principal Investigator)   Telephone  
 
If you have questions about your rights as a participant or about ethical issues related to this 
study, you can talk to someone who is not involved in the study at all. That person is: 
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Western University Health Sciences 519-661-3036____________ 
Research Ethics Board ______________ 
Name Telephone  
 

 

 

CONSENT 

 

• All of my questions have been answered, 

• I understand the information within this informed consent form, 

• I allow access to records and related personal health information as explained in this 
consent form, 

• I do not give up any of my legal rights by signing this consent form, 

• I agree to take part in this study. 
 
Would you like to complete the survey? yes/no 
 
 
 
 
 
 
 
 
 


