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1. Purpose

Surveys are a helpful tool for collecting information from a group or target population, and the
information can be analysed and leveraged to make informed decisions. This document serves as a guide
to ensure surveys endorsed or conducted by the Saskatchewan Cancer Agency (SCA) meet the required
standards to avoid any potential harm to our staff, clients, or patients, as well as any potential reputational
damage to the SCA. When conducting surveys, the SCA also has to ensure that resources are managed
responsibly and that we are maximizing the potential value of the tool.

When considering best practices and standards for survey conduct, the SCA applies certain criteria to:
e Minimize survey fatigue;
e Avoid the collection of duplicate information;
e Apply good survey methodology and design;
e Maximize response rates;
e Protect the privacy and confidentiality of participants;
e Align surveys with the SCA’s mission, priorities and brand;
e Comply with legislation and SCA policies and procedures; and
e Promote the sharing of survey results.

It is the responsibility of each individual conducting a survey to familiarize themselves with the best
practices and standards included in this guideline. Failure to adhere to the guidance in this document can
result in failure to obtain SCA approval to conduct the survey. All surveys involving the collection of
personal information or personal health information must comply with applicable legislation, including
the Local Authority Freedom of Information and Protection of Privacy Act (LA FOIP), the Health
Information Protection Act (HIPA) (Saskatchewan), and The Cancer Agency Act.

All surveys, whether research or non-research related, must obtain the SCA’s approval, which is facilitated
by the SCA’s Research Support Unit.

2. Standards/Guidelines for Survey Development

When developing a survey, the following questions should be considered:

a. Is the survey intended to support a research study? Research studies often rely on methodology
such as surveys to collect data. If a survey is related to a research study, then additional regulatory
standards, policies, and procedures may apply. Please refer to the Responsible Conduct of
Research policy (RES-0001-1PO-1) and its associated procedures and guidelines to ensure all
applicable approvals are obtained and standards are met.

b. Isit necessary to conduct a survey? Ensure that there is not already available data within the SCA
to answer your question or inform decision-making. This avoids duplicating efforts or
overburdening a survey population.

c. Isasurvey the appropriate data collection tool to elicit the information you need? Surveys should
only be undertaken if the data cannot be obtained by other means. Depending on the purpose
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for collecting data from the target population, you may consider other methods of collecting
information such as literature reviews to determine if similar studies have already been done.

d. Does the survey objective align with the SCA’s mission and priorities? The objective of the project
must be clearly stated and the survey questions must relate to achieving that objective. Survey
results should be obtained with the intent to inform SCA decisions and align with the
organization’s mission and strategic priorities.

e. What risk does your survey pose to the SCA All surveys carry some degree of risk. Surveys that
could increase reputational risk or pose potential harm to participants (e.g., sensitive subject
matter, unusual survey methodology, compromised relationships between care providers and
patients, sensitive time-period, recruitment methods, collection/storage of personal or personal
health information without adequate protections to comply with applicable legislation such as
HIPA and LAFOIP, etc.) should be scrutinized and the benefits of the survey must outweigh these
risks. Wherever possible, attempts should be made to mitigate these risks. If the risks of
conducting the survey are determined to be too great, or they cannot be appropriately mitigated,
survey activities may not be allowed to proceed.

f.  Does your project have an approved funding source? Administering surveys may carry costs and it
is essential that these costs are considered and accounted for prior to survey initiation. Costs for
administering a survey may include (but are not limited to):

e staff time;

e cost of hard-copy survey materials like paper/envelopes/postage;

e cost of advertising or promotional activities;

e tokens of appreciation for participants’ time; or

e cost of survey software and associated management of user access.

g. Will the survey yield any benefits to the SCA? The potential risks and resource utilization involved
in conducting a survey must be outweighed by the potential benefits to the target population and
organization supporting the work. Potential benefits of a survey could include (but are not limited
to):

e the value of the information gathered to direct decision making, program planning, or
process improvement;

e the value to a given target population or community by understanding perspectives,
experiences, and preferences;

e the value of contributing to partner initiatives for the SCA and strengthening
relationships; or

e the value of contributing information to help achieve the proposed objectives of the
survey.

h. What is the timeline for survey administration? Will the survey be administered at the same time
as another survey? The timeframe for survey administration must be carefully considered. If
inadequate time is allocated for the collection of survey responses, there may not be a sufficient

Sask
cancer

AGENCY

SaskCancer.ca



number of responses to achieve statistical significance, resulting in wasted time and effort for
both the project team and target population!. The SCA’s Survey Calendar is intended to track
planned and ongoing surveys to avoid overburdening a particular target population, which can
contribute to overwhelm or survey fatigue and reduced response rates.

i. How will the survey be promoted within or outside of the SCA? How will participation be solicited?
Making a target population aware of a survey is a critical element for participation. Promotional
activities can help increase the survey response rate and diversity of responders. The SCA may not
have a right to use patient personal information to contact them to ask them to participate.
Further, identifying potential survey participants and using their information to contact them
directly carries a significant privacy risk, as does any link of a survey response to a particular
patient. The methods for survey recruitment and promotion must consider the risks to the
individual’s privacy, as well as the potential implications to the SCA’s reputation. The potential
benefits of the recruitment and enrolment methods must outweigh the potential risks. If there is
a way to promote or disseminate a survey without relying on access to personally identifying
information, that approach should be taken. If access to personally identifying information is
essential for identifying potential participants or disseminating materials, then a consultation with
the SCA’s Privacy Office is necessary to ensure privacy risks are appropriately mitigated by
incorporating security measures into the survey design.

j. Who is your target population? Who are you trying to reach? Be as specific as possible. Examples
include: ‘women aged 40 and older’; ‘prostate cancer patients’; ‘caregivers’; ‘high school students
in Saskatchewan, Alberta and Manitoba.’” The target population is determined by the research
qguestion or the objective of the study. Once the target population is identified, another key
consideration is whether to survey the entire population or just a sample.

k. Will there be incentives offered to participate in the survey? Incentives are generally discouraged
to ensure responses are unbiased and that participation is occurring voluntarily and free of
coercion. If the survey administrator feels incentives are necessary to increase survey response
rates, they should be nominal tokens of appreciation for the survey participant’s time. For
example, an incentive could be being entered into a draw for a chance to win a prize. The SCA
must also consider feasibility of issuing incentives. For example, if incentives require the collection
of personally identifying information to issue payments or mail out gift cards, this poses additional
risks and administrative burden the SCA that must be outweighed by the benefits.

I.  Have all necessary elements of informed consent been provided to participants prior to survey
response collection? Keep in mind that the SCA may require consent from patients/clients to
contact them to solicit participation in a survey. Prior to posing questions to survey participants,
the following elements must be clearly stated:

e the purpose of the survey;

e how survey responses will be used, stored, and shared;

e how to terminate participation or withdraw responses (if possible); and
e If/how survey results will be made available to participants.
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m. Does the survey involve another organization? Will data sharing between organizations be
required? If so, what is the level of sensitivity of the data being shared? Are formal data sharing
agreements required? If survey responses or analysed results need to be shared with parties
outside of the SCA, a formal agreement to outline elements such as data protection standards or
approved use may be necessary.

3. Standards/Guidelines for Survey Methodology and Design

The following standards will aid in increasing the quality, usability, and reliability of the information
collected; ensuring the survey aligns with the SCA’s mission, priorities, and reputation; ensuring the usage
of an appropriate survey tool; and ensuring compliance with LA FOIP, HIPA and/or The Cancer Agency Act:

a. Survey methodology should be appropriately rigorous to achieve validity (i.e., do the results
accurately achieve the proposed objective?) and reproducibility (i.e., if someone repeated the
study would they reach the same conclusion?).

b. Survey methodology should be ethically sound. To meet ethical standards when conducting a
survey, informed consent should be obtained from participants, the information collected should
be appropriately safeguarded, and questions/language/format of delivery should be considerate
of diverse perspectives, identities, and community needs and experiences. Overly sensitive
questions that may lead to distress or cause the participant to exit the survey should be avoided.
In the case of a research survey, review by a Research Ethics Board ensures that ethical standards
are met. When a survey is not research-related or exempt from Research Ethics Board review,
consultation with an organizational Ethics Committee or expert may be necessary to ensure that
standards are met.

c. Bias should be avoided. To minimize potential sources of bias, target populations should be
representative of diverse perspectives and experiences, and questions should not be framed in
such a way that they direct a participant to a particular response (i.e., leading questions). Any
factors that may bias the results of the survey should be disclosed.

d. Appropriate data security measures must be taken before, during, and after the administration of
the survey. Participant confidentiality must be protected at all times. Anonymous surveys should
be conducted whenever possible. Where collection of personally identifiable information is
necessary, such information should always be stored separately from the survey response data;
codes can be used to separate the participants’ identifying information from their survey
responses while allowing for any necessary linkages to be made. Other data security measures
could include password-protecting files or use of encryption, and limiting the number of project
personnel that have access to the identifiable data

e. If a survey will collect personally identifying information (such as contact information), it must
have an opt-out option. The opt-out option must remove participants from future
communications about the survey (e.g., reminder emails).
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f.  Allsurveys should be clear, concise, and scoped down to the smallest number of questions needed
to meet the survey objectives. The more concise a survey is, the more likely it is that survey
respondents will complete it. Questions must be free of factors that may introduce confusion or
unclarity to ensure the integrity of responses.

g. Research done on behalf of the SCA must be properly branded with the SCA logo and formally
acknowledge any other partners or funders of the project. Surveys must be written at a grade 6-
8 reading level. Please refer to How do I... Check my document’s reading level? for more
information, or consult with these Self-Serve Communication Tools.

h. For surveys administered by SCA staff or physicians, the survey tool or software must ensure data
security, house all survey responses in Canada, and not allow third parties to track or re-contact
survey participants. Currently, SurveyMonkey is the only SCA-approved electronic survey tool
used to administer SCA-initiated surveys. Access to SurveyMonkey licenses for survey
development is administered through the Research Support Unit.

4. Standards/Guidelines for Survey Data Use, Storage, Retention and
Disposal

The following standards will help ensure effective use and validation of survey results in publications and
across the SCA, and appropriate storage, retention and disposal of the information collected:

a. Survey data should only be used for the purposes specified to the participants at the time of data
collection. The data cannot be used for any other purposes without the consent of participants.
Survey results should be reported as aggregate information; where small sample sizes are
involved, do not report information in a manner where the small number of responses could
identify a specific participant (i.e., if your survey questions are so specific that only a small number
of respondents could have responded a certain way, presenting these results may reveal the
respondent’s identity).

b. Paper-based data must be stored in a locked cabinet/room accessible to only authorized
individuals. Electronic data containing personally identifiable information must be password
protected and stored on secured network drives accessible only to authorized individuals.

c. Records should be stored for a minimum of five (5) years from the later of: the end of the data
collection period, submission of final survey results, or date of publication of a report of the
related survey project. This allows for validation of results, where needed. Survey records may be
retained for longer periods if required for other reasons (e.g., specific government regulations,
agreement requirements, etc.).

d. Survey records must be destructed at the end of the retention period so that personally
identifying information cannot be readable or reconstructed. Methods for proper destruction of
records include shredding into very small pieces, placing documents into blue confidential
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shredding bins, or using Information Management Services-approved applications for permanent
erasure of electronically stored data.
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