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Executive Summary 
 
Citizen Insights: Alberta Clinical Research Consortium Engagement Project 
April 2023 
 
Background 
 
Clinical health research (CHR) in Alberta aims to improve wellness and health outcomes by developing 
new treatments, technologies, or approaches to care. The primary goals of research are to guide 
action, gather evidence for theories, and contribute to the growth of knowledge. While people from 
all walks of life and locations are needed to play a role contributing to research in Alberta, we do not 
have a baseline understanding of Albertan’s awareness of CHR, its benefits, and how they can 
participate. We know little about people’s understanding of the use of personal health information. 
 

To help establish this baseline information, Imagine Citizens Network, in partnership with Alberta 
Innovates, connected province-wide with Albertans with a range of CHR experience and personal 
healthcare experiences. We first conducted a scan of the literature to guide the development of our 
interviews and survey questions. Eleven semi-structured interviews were conducted, a public survey 
was distributed with 78 responses, and four small-group conversations with a total of 18 participants 
were hosted including one in a residence for older adults with experience with complex health needs 
and social challenges, including homelessness. 
 

Briefly outlined below are the survey results and related insights captured in interviews and group 
conversations. This information supports the Alberta Clinical Research Consortium’s work to advance 
the participation of a diversity of Albertans in CHR. 
 

Exploring clinical health research topics with Albertans: what we heard 
 

Survey Results Conversation Highlights 

Knowledge & Experience 
o 64% of people know a little 

about CHR and 22% know a 
lot 

o 68% of people have 
participated in CHR in some 
way 

o 35% said they got involved via 
school/college/university 

o People feel that COVID increased awareness of CHR. 
o Very few people could cite specific CHR projects in Alberta. 
o People living with chronic illnesses have more 

understanding of research conducted on specific illnesses 
across Canada and beyond.   

 

 

Views and willingness to 
participate 
o 59% have very positive views of 

CHR, and 35% somewhat 
positive 

o Given the opportunity, 57% are 
very willing to participate in a 
CHR project. 31% are 
somewhat willing, and 1.5 % 
are not at all willing. 

o Project participants noted the positive survey responses 
may be quite different if targeted to minority communities 
that have historically been left out of research or mistreated 
in health research. 

o Most participants were interested in getting involved in 
CHR. 

o Some were surprised at the high number willing. “I would 
like more confidence in where I am putting myself or what 
I’m exposing myself to,” said a participant. 
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Executive Summary cont’d 

Survey Results Conversation Highlights 

Safety and ethics 
o 62% feel CHR is very safe and 

26% feel it is somewhat safe.  
o 67% of people said they are 

aware of the role that Research 
Ethics Boards play in clinical 
research. 

o Trust in safety and ethics is affected by historical CHR inequities 
and abuses. 

o Increase trust by advancing understanding of the work of ethics 
boards. 

o People must feel safe, supported & respected to trust CHR. 
o Concern was expressed about the ethics of taking away a 

beneficial element (e.g. medicine) from a participant once a study 
is over. 

 

Trusted information sources 
o Universities and health 

organizations or groups (e.g., 
Cdn. Cancer Assoc.) are highest 
ranked for trusted information 
about CHR and opportunities, 
followed by family doctors. 

o An opportunity to connect people to CHR lies in a large gap 
between the number of people who get involved (10%) with CHR 
via their family doctor and the number of people who want to get 
involved (54%) via their doctor.  

o There is a low level of trust of pharmaceutical companies. 
 

 

Motivations for getting 
involved 
o The top reasons to get involved 

with CHR are helping people 
and knowing research will lead 
to better lives for others. And, 
hoping CHR might help 
themselves get better. 

o Being compensated to participate ranked low as a motivation for 
many but people with experience of income insecurity value 
compensation. 

o People are motivated if they trust they will be treated with dignity 
and respect. 

o People are motivated to participate to ensure people with their 
life experience are represented in CHR.  

 

Ease of getting involved 
o 92% said the biggest barrier to 

getting involved is lack of 
awareness of how to get 
involved. The next biggest 
barrier is distance to travel. 

o The biggest boost to 
participation are flexible days 
and times and having costs 
covered. 

o To address the lack of awareness of how to get involved: 
o Promote and make a web-based hub of information easily 

accessible. Make information about safety and ethics accessible. 
o Involve people in planning CHR. Patient partners may be good 

CHR ambassadors. 
o Connect with people directly in their communities, hosting 

orientation sessions about CHR. Also bring studies to 
communities where transportation is likely to be a barrier. 

o Work with trusted sources of information like family doctors to 
reach a diversity of participants. 

 

Personal health information 
o 68% of people believe they 

know who owns their personal 
health information. Yet a 
smaller percentage identified 
only themselves as the owner. 

o 59% are willing to share their 
personal health information & 
40% are somewhat willing. 

o There is limited knowledge of who owns personal health data. 
o People see benefits of information sharing to advancing a learning 

system. Most we talked to are comfortable sharing personal 
health information with universities or other public institutions, 
but they expect rigorous controls for privacy and uses. 

o People want transparent decision-making about who gets access 
to information and why. 

o Trust may not be present in populations that have suffered from 
historical mistreatment. And COVID demonstrated some distrust 
of government, science, and research. Mistrust will need to be 
addressed by targeted communication and engagement 
approaches within communities. 
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A Report on Citizen Insights 
Alberta Clinical Research Consortium Engagement Project 
April 2023 
 
 

1. Background 
 
Clinical health research (CHR) in Alberta aims to improve wellness and health outcomes by developing 
new treatments and technologies or approaches to care. The primary goals of research are to guide 
action, gather evidence for theories, and contribute to the growth of knowledge.  
  
People from all walks of life can play an essential role in contributing to research in Alberta. Research 
must involve diverse participants from urban and rural locations to help determine effective therapies 
and care for all. Everyone should have knowledge of research as part of care, and the opportunity to 
participate. 
  
Project purpose 
  
We do not have a baseline understanding of Albertans’ awareness of CHR or how their participation in 
research can improve health care in the province, and how they can participate. Imagine Citizens 
Network (ICN) worked in partnership with Alberta Innovates to connect with Albertans to establish a 
baseline of understanding regarding focus areas such as: 
  

• Knowledge of CHR and how it can benefit Albertans. 
• Interest in research participation, including enablers, motivators, and barriers to participation. 
• Understanding of: 

o Who owns their health information. 
o Protections for ethical health research and data privacy. 

 
This project supports the work of the Alberta Clinical Research Consortium (ACRC), a provincial 
initiative to strengthen Alberta’s capacity and capabilities in conducting high-quality, integrated, and 
efficient health research.  
 
The baseline information established by connecting with Albertans through conversations and a 
survey, as outlined in this report below, is intended to help ACRC’s work to advance the participation 
of Albertans in CHR. 
 



5 | P a g e  

2. Our Steps: Connecting with Albertans 

 
ICN’s engagement process began with a brief literature scan to gain insight into national and 
international citizen perceptions of CHR, their willingness to participate, and enablers and barriers. 
The findings were used to help guide the direction of other project steps such as development of the 
interview guide and survey questions. 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Next, interviews were conducted with 11 people, both men and women, and from different age 
groups. They had a range of experience with CHR and the healthcare system. Most interviewees had 
some experience with CHR, and many had or were caregivers (including parents) of someone with 
illness or a disability. Some brought the perspective of neurodiversity. Other interview participants 
were involved in CHR as professionals or volunteers. See Appendix A for an overview of the 
interviews. 
 
Insights from the interviews are provided in this report and were instrumental in developing relevant 
public survey questions and response choices. An online public survey was shared via social media, 
and ICN’s email and partner network. Seventy-eight people responded. See Appendix B for complete 
survey results.  
 
Next, four small-group online and onsite conversations brought 18 people together to focus on the 
survey results, identify gaps, and provide insights. Again, people in the small-group discussions had a 
wide range of experience with CHR, from none to being involved professionally or as a research 
patient/partner1 advisor. They represented a diverse group of Albertans from rural and urban 
locations.  
 
One conversation was hosted at Peter Coyle Place, a subsidized supportive living residence for older 
adults in Calgary. Peter Coyle residents often have experience with complex health needs and social 

 
1 Patient partners are an equal partner on a research team whose lived experience can inform and advise all 
stages of the research cycle including research priorities, study conduct, participant recruitment and retention 
strategies, data collection and analysis and dissemination of results (from: Alberta Strategy for Patient Oriented 
Research Support Unit) 

Key Literature Review Findings 
o A main motivator for participation is altruism, with trust in treating physicians (who invite 

their participation) also very important. 
o The potential for personal benefit is also a motivator for some. 
o There are different motivators for healthy volunteers in comparison with ‘patients.’ 
o Even if people know about clinical research, and many do not, they have no idea how they 

might sign up to participate. 
o Other barriers to participation include concerns regarding safety, confidentiality, a lack of 

trust in healthcare providers or the healthcare system, a lack of interest in research and no 
perceived personal benefit, religious concerns, and family/cultural concerns.  

o Being accurately informed about clinical research is important, in part because it affects 
trust in the research process and the findings. 

o People who are members of a BIPOC community are less trusting of research and less 
likely to participate or encourage those in their community to do so. 
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challenges, including homelessness. And, they were recently involved in a research project around 
increasing activities for residents, with residents intimately involved in program design. The ICN team 
met in person with four residents to get their unique insights on CHR. 

3. What we heard: survey results and discussion insights 
 
Captured below are highlights of the survey results as well as relevant insights captured in both 
interviews and small group conversations. 
 

3.1 Knowledge & experience of clinical health research 
 
  

We asked people about their knowledge of clinical health research 
 
Key survey takeaways 
 

o 64% of people know a little about CHR, 22% know a lot and 15% say they don’t know 
anything. 

 
Discussion insights: knowledge 
 

o People felt that COVID likely brought more awareness of CHR. “I 
don’t know whether people will trust research more or less, 
however,” said one participant.  

 
o Very few could cite specific CHR projects in Alberta other than those 

they participated or were involved in.  Alberta’s Tomorrow Project 
was one identified in discussions. 
 

o People living with chronic illnesses and involved in broader networks 
had more understanding of research being conducted on specific 
illnesses across Canada and beyond.  
 

o  Most participants primarily equated CHR with clinical trials, 
particularly initially.  Patient partners said their experience gave them 
much deeper understanding of health research. One participant 
noted, “I had those ideas that really research is bench science or 
clinical trials… I didn’t necessarily know that health research 
supported decision making… I had no understanding of qualitative, 
quantitative, this kind of stuff….” 

 
o Participants cautioned that the level of knowledge represented by survey results seemed high 

given the survey was more likely to attract those with interest and/or experience. 
 
 
 

“I would think that they 
are doing research into 
medical conditions and 
maybe looking into new 
drugs, or new 
treatments, whether it 
be natural, 
homeopathic, things 
like that.” – Participant 
comment 

“I pay close attention 
online and through 
patient support groups 
to find out what is 
happening with MS 
research here and other 
places. I’m always 
watching what is on the 
horizon.” – Participant 
comment 
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We asked about experience with clinical health research & how they got involved 
 
Key survey takeaways 
 
o The majority (68%) of survey respondents have participated in CHR or supported a family 

member or friend to participate. 
 

o Close to 40% have not participated or could not recall participating. 
 

o Of those who had experience with CHR, 35% said they got involved via 
school/college/university; 22.5% were invited by a specialist physician 
and 20% by another healthcare provider; 20% heard about the study 
through a health organization (e.g., Canadian Mental Health 
Association); and 10% were invited by a family physician. 

 
Discussion insights: experience 
 
o People referenced experience with testing surveys and assessment 

tools; studies as part of a psychology class (sometimes for extra credit); 
system improvement research (usually qualitative); DNA testing; public 
surveys; homecare studies; and clinical health studies through 
universities related to specific injuries, chronic illnesses, or rare 
conditions. 

 
 
3.2 Perceptions of clinical health research 
 
We wanted to learn about views of CHR and willingness to 
participate 

 
Key survey takeaways 
 
o 59% of people view CHR as very positive. 
o 35% of people view CHR as somewhat positive. 
o Given the opportunity, 57% are very willing to participate in a CHR 

project. 
o 31% are somewhat willing. 
o 1.5 % are not at all willing. 
o Those who said they knew a lot about CHR were more likely to 

participate. 
 

Discussion insights: views and willingness to participate 
 
o People noted that the positive perception of CHR might be very 

different if the survey was targeted to specific populations. 
“Historically, there are those populations that are not as much 
involved in research as they should, like black people, marginalized 

“All cures come from research 
so why wouldn’t we be 
supportive?” 
 
“There is a skewed kind of 
data in research right now 
and historically has been 
happening because the 
majority of the research 
participants are historically 
white cisgender heterosexual 
men. And because of that, the 
pathways in healthcare, the 
medications and healthcare, 
anything that has been 
produced from health 
research is not in the best 
benefit of all.” 

- Participant comments 
 
 
 
 
 
 

“I was under a specialist 
in Calgary, and I was 
involved in clinical 
trials… He asked me 
because he and I had a 
really good relationship, 
and he asked me 
whether I’d be 
interested. It involved a 
medication, and I said 
yes.” – Participant 
comment 
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people or racialized people. Historically, they had been treated very 
badly in research, and they've been abused. ... And so those 
populations are not trusting of healthcare. They're not trusting of the 
research teams that are out there.” 
 

o Others were surprised at the high number willing to be involved in 
CHR, acknowledging their own hesitancy. “I have to think about my 
future and my health. And just by saying that I feel that it's good or 
somebody else told me it's good, it's basically not enough for me. I 
would like to have more confidence in where I am putting myself or what I'm exposing myself 
to,” said one participant. 
 

o Some participants brought up concerns of being in a placebo group. While others felt there 
were benefits whether someone was in a placebo arm or not.  
 

 
We asked about trust in CHR safety and ethics awareness 

 
Key survey takeaways 
 
o We asked people how safe they felt clinical health research is and if they were aware of the 

role of Research Ethics Boards. 
 62% said CHR is very safe with 26% saying it is somewhat safe. 
 10% thought it is somewhat unsafe or didn’t know. 

 
o 67% of people said they are aware of the role that Research Ethics Boards play in clinical 

research. 
 
 

Discussion insights: safety 
 
o Participants noted how perceptions of safety and ethics are 

affected by historical CHR inequities and abuses impacting 
specific communities, such as Black, Indigenous, people of 
colour, and LBGTQ. As such, people from these communities 
would be more likely to have less positive views of safety. 
 

o Participants commented that for those who are leery about 
CHR, understanding more about ethics boards and their work 
would be helpful.  
 

o People need to feel safe, supported and respected in CHR to 
trust it. Some mentioned they wanted CHR to be trauma-
informed. “I think there’s also a psychological factor that we 
don’t consider as well in these spaces… Research needs to be 
done well and ethically in ways that doesn’t negate their humanity,” said one participant.  

 
o Others wondered about ethics and psychological safety in situations where a patient is 

positively impacted while in a study and then finds the benefit (medicine, for example) taken 

“I think an unintended 
consequence of 
participating can be the 
support and understanding, 
and compassion that can 
result.” – Participant 
comment 
 

I think we could do more to 
publicize the health ethics 
boards that look at these 
studies before they start. It may 
go somewhere to restoring a 
little more confidence because 
there's a lot of work that goes 
into getting studies approved in 
the first place and I don't think 
people understand that.  

– Participant comment 
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away. “The thing that has happened in clinical research is that a person has taken part in a 
clinical trial, and basically when the study is over…sorry you don’t get it [medication] 
anymore… and they were like uhhh…, that was working for me,” explained an interviewee. 

 
o Participants brought up the importance of consent and obtaining consent at the beginning of 

the trial but also through all stages, giving choices throughout the study. 
 
We wanted to understand more about trusted information sources 

 
Key survey results 

 
We asked: if you were interested in finding out about clinical health research and opportunities to 
participate, where would you turn for information that you trust? Please choose all that apply.  
 

o The two most frequently indicated choices were “universities” and “health organizations or 
groups”, followed by “my family doctor.” 
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Discussion insights: trusted information sources 
 
o The large gap between the percentage of people that found information about CHR from their 

family doctor (10%) and the percentage of people who would like to get CHR information from 
their family doctor (54%) was discussed by all groups as an opportunity. People recognize 
family physicians are busy, but participants suggested it would be beneficial, at a minimum, 
for family doctors to be aware of and have access to a database of CHR opportunities or be 
able to direct patients to a trusted location or hub that collates all opportunities. This would be 
especially beneficial for commonly seen health concerns such as high blood pressure. 
Receiving encouragement or an invitation to participate from a trusted information source, 
such as a family doctor, is important.  
 

o Discussions confirmed survey results showing a low level of trust for drug companies and a 
preference for information or opportunities from a public research institution such as a 
university. “I believe in modern science, but I am disgusted at how much the treatment I am on 
now is… It feels like there is a lot of money made by pharmaceutical companies and I’d only do 
research if the intentions are for the better of everyone. I’d be more supportive of a university 
or AHS but understand that drug companies have their place,” said one participant. 

 
 
We wanted to learn what people see as benefits of clinical health research 

 
Key survey takeaways 
 

We asked people to describe the benefits of CHR for 
Albertans in their own words. People pointed to the 
benefits of advancing a learning system and innovation, 
helping inform decisions, making the system more 
effective and efficient, making a difference in prevention, 
treating and curing diseases, and improving people’s lives. 
 

Discussion insights: benefits of CHR 
 
o People said that if others are made aware of CHR 

activities in the province, it would increase the 
profile and credibility of our health system and our 
research institutions. However, the benefits and activities need to 
be clearly explained. “For a layperson like me, it’s hard to see where 
the benefits are going. So, it would be good if those can be 
translated for the general person,” commented one participant. 

 
o Discussions also revealed benefits such as learning more about 

illness and research processes, or developing, as one participant 
framed it, an ‘incidental support network’ of others with the same 
illness or experience “Sometimes this kind of research helps the 
participants as much as the outcome,” a participant commented. 

 
o Preventative medicine was brought up as a needed priority for CHR 

and an important benefit. 

“Clinical trials and clinical 
research are not only for 
individuals who are sick or 
suffering from a medical 
condition, it's also for 
healthy individuals. So, I've 
participated in quite a few 
clinical trials as a healthy 
individual. So essentially, it 
was kind of volunteering.” 
 – Participant comment 

Benefits - theme words from survey 
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o The potentially significant economic benefits to having a robust CHR eco-system in Alberta 

and an opportunity to contribute to diversifying our economy were discussed. 
 

3.3 Motivators and ease of participation in clinical health research 
 
We asked about motivations for being involved in clinical health research  
 
Key survey takeaways 
 
We asked people what are important motivators for them when deciding whether to 
participate in a clinical health research project? (Using a scale of 1-4, where 1= not important 
and 4=very important) 
 

o All suggested motivators ranked above the level of two except for “I would get paid to 
participate.” The top ranked motivators reflected:  

 people’s desire to help others, 
 people trusting that the research will lead to better lives for others, and  
 people's hope that it might help themselves get better. 
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Discussion insights: motivators 
 
o Survey respondents ranked all motivators relatively high. So, 

we wanted to dig a bit deeper. During small group 
conversations we polled participants and asked them to 
indicate only their top three motivators. The top five that 
arose from this poll were ranked: 

1. I would be helping others by participating. 
2. I trust that this research will lead to better health 

and/or better quality of life for people. 
3. The research is being conducted by researchers based 

in universities or other publicly funded organizations. 
4. I believe it might help me to get better. 
5. I know that I will be treated with dignity, respect, and 

compassion. 
 

It is important to note that in the discussion at Peter Coyle 
Place the ranking was different in some ways, reflecting the 
importance of approaching CHR with an equity lens that recognizes the unique needs and 
experiences of a range of communities. At Peter Coyle the participating residents ranked 
motivators as: 

1. I would be helping others by participating. 
2. I would get paid to participate.  
3. I trust that this research will lead to better health and/or better quality of life for 

people. 
 

o People want to know their time and involvement in CHR are 
honoured and appreciated. We heard that being paid, even a 
nominal honorarium, is a motivator for students and those 
living with economic insecurity. One participant said, “The 
compensation answers were quite low. Maybe people don't 
want to answer that particular one because it makes you 
seem more selfish. But I think having some sort of 
compensation would really benefit getting younger people and especially people who might 
not have time to waste where they could be making money they need elsewhere.” Some 
expressed concern about compensation, fearing people may sign up for CHR for the wrong 
reasons, losing its volunteer aspect.  

 
o People are motivated to participate in CHR if they trust that they will be treated with dignity, 

respect, and compassion. They commented that a positive CHR experience would encourage 
them to participate again, while experiences that are not person-centred would be a 
deterrent. One participant cited a CHR experience where she felt her time was not respected 
as she faced many long waits with staff often late. 

“I kind of have a lack of 
interest if everyone 
around the table is being 
paid but me.” – 
Participant comment 

“I have questions about my own 
health that I would love answers 
to, but I think it would be 
unrealistic to expect those 
answers from being a research 
subject. I believe in medicine so I 
would do it if I thought it would 
make someone else’s life better 
and they would have a different, 
better experience than me. … The 
drugs I am on now are just from 
2017 because of research. … 
Someone was ahead of me, a part 
of research to make it available to 
me.” – Participant comment 
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o The opportunity to ensure that often underrepresented people are 

represented in CHR is a motivator for some. “That's why I am involved 
in research and in health care, as much as I am because I want 
representation. I want to have the people that I know from my 
community, I want to take them with me to this research and say, 
‘See, this is how we're going to benefit as a population,’” explained a 
participant. 

 
o Those that are involved in CHR want to know that their participation 

makes a difference. This means results of CHR must be shared openly 
and transparently. “There has to be a closed loop so that people get involved and stay 
informed and involved. I hear a lot that people say they submit information into a survey or 
participate in research and then they don’t hear anything further about it. So, what happens is 
people that may have wanted to continue to participate or continue to go volunteer their time 
or their bodies …, they won't do it because they're not getting that feedback or that 
satisfaction that yes, what they're doing is actually worthwhile,” someone said in a small 
group discussion. 

 
 

We asked what makes it hard to get involved in CHR & what would make it 
easier 
 
Key survey takeaways 
 
o If they wanted to participate, we asked people what barriers might make it difficult to 

participate in a clinical health research project.  
 92% of people said that lack of awareness of opportunities to participate was a 

barrier. 
 72% said the location being too far away would be a barrier. 
 54% said costs for them to participate not being covered (time, out-of-pocket costs, 

burden on family, transportation, interference with everyday life, etc.…) would be a 
barrier. 

 
o Next, we asked people what might make it easier for them to participate in a clinical research 

project.  
 84% said that a project that is flexible about the days and times when they are 

needed would make it easier. 
 71% said that the costs to participate being covered would make it easier. 
 64% said that not having to travel far, or at all to participate would make it easier. 

 
 
 
 
 
 

“I’d like to know that 
people like me 
[neurodiverse] are 
part of research and 
that they are 
considered even if 
they might present 
atypical results.” – 
Participant comment 
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Discussion insights: ease of getting involved 
 
o Discussions reiterated survey results. We heard that people are 

interested and motivated to be involved in CHR but, as one 
participant said, “not knowing how to sign up; that’s the biggest 
barrier.” 

 
o Communication and engagement suggestions: 

 Develop a web-based hub where all provincial CHR 
opportunities are collated with simple directions regarding 
how to get involved. Then, make sure healthcare providers are 
aware of it. Two participants inquired about the status 
of www.bethecure.ca, which captures this opportunity. They 
have seen little promotion about it, and no other participants 
seemed aware of its existence. 

 Involve people in planning CHR. Participants at Peter Coyle 
Place wondered how they could provide their ideas on 
research priorities and who gets to decide what’s a priority, for 
example. As mentioned previously, patient partners have a 
much deeper understanding of CHR and might be helpful CHR 
ambassadors. 

 Connect with people directly. Collaborate with patient partners, connectors in the 
community. “If we bring back recruitment posters or recruitment information to our 
community that we are members of, we would be a very good mediator or a bridge and 
would be able to bring more research participants and more patient and partners into our 
research that way.” Hosting research orientation sessions at health organizations such as 
the Alzheimer’s Association and community organizations such as Africa Centre were 
suggested to connect directly with people and open the door to discussions about CHR, 
accessing opportunities, CHR benefits, and its safety. 

 
 

3.4 Our personal health information 
 

We asked preliminary questions to explore personal health information and 
willingness to share it for research purposes 
 
Key survey takeaways 
 
In the survey, personal health information was described as information about your health in 
your medical record that is collected by physicians, hospitals and other health care 
professionals. The information is de-identified so that it cannot be connected to a name.  
 
Then we asked people if they knew who owns their personal health information. 

 68% of people said, yes, they know who owns their personal health information.  
 When respondents were prompted to specify who owned their information many 

included more than one answer such as “me, my family doctor, and AHS.” Out of the 
43 responses to this question, 26 answered that they and only they own their 
information. 

“Even if I am 
interested, which I 
am, I don’t really 
know where to go or 
what to do.” 

“If I had somewhere I 
could put my name in 
and any research that 
comes to Calgary and 
they need people for 
various things that 
relate to me, I could 
subscribe to that list and 
be alerted if there were 
opportunities.” – 
Participant comments 
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We also asked how willing they would be to share their personal health information for 
research purposes. 

 59% are very willing to share it. 
 40% are somewhat willing. 

 
Finally, we asked: which of the following would make you less willing to share your personal 
health information for research purposes?  
The highest ranked concerns were: 

 Private industry could make economic profit by using my data. 
 There is a risk my data could be stolen. 
 The data could be shared with industry (e.g., pharmaceutical companies). 

 
 

Discussion insights: personal health information (Note: the subject of personal health data was 
not a primary topic in small-group discussions, but was discussed in the interviews) 
 

 
o There is limited knowledge of who owns personal health data and who can consent for it to 

be used. More education around this is required to fairly assess willingness to share personal 
health information.  

 
o Most younger participants felt confident in the anonymity of 

their health information being shared for research. 
 
o People want transparent decision making around which 

researchers get access to data and why and they want to 
hear about the results of data sharing, what benefits have 
occurred. 

 
o Trust is critical, particularly if people may be asked to opt in or opt out of a health data 

registry that is supported by the government. The required trust may not be present in 
populations with mistrust from historical mistreatment in health research and healthcare. As 
well, COVID demonstrated a general distrust for science, research, and the government. 
Participants felt there needs to be clear communication and a great deal of education 
supporting people to understand the benefits and uses of shared health information data. 

 
o All recognized the potential benefits of sharing personal health information for research 

purposes and were more comfortable sharing it with 
universities or other public institutions, than with private 
industry. They expect rigorous controls in place to comply 
with rules and protect privacy and defined uses. 

 
o Those who had experience with rare disease or 

neurodiversity saw the potential benefit of gathering specific 
data from this group of people that could add to the picture 
of their experience where CHR has previously been unable 
to.  

 

“I think it makes complete 
sense. I think that’s where we 
want to be moving… As long 
as correct controls are put in 
place, I would have no 
concern. – Participant 
comment 

“I love the idea of having 
access and owning my 
own data, almost like a 
passport… I’m going to 
share this with you… 
because I make that 
decision.” – Participant 
comment 
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o People saw the benefits to advancing a learning system. “A process could be put in place 
where you provide data to smaller organizations that may have a good idea or product but 
not the means to access the information or data they need. A unified approach would allow 
smaller groups who never would get the budget to perform research. Just having access to 
that data may be the difference in them pursuing research or not,” noted one participant. 
 

 
 

4. Conclusion 
 
The information gathered through this project aligns with ICN’s preliminary literature review findings 
regarding baseline CHR perceptions, awareness, and willingness to participate nationally and 
internationally. We learned that many Albertans are aware of clinical health research, and many of 
these participants had some experience with it. Most people have positive perceptions of  
CHR and are interested in participating in it, mainly because they want to help others. They can 
articulate the benefits of CHR, clearly seeing the connection between research and improved 
treatments and approaches to care. 
 
Many know that research must be happening somewhere, but they know little about specific research 
projects. Critically, the most significant barrier to them becoming involved is that they don’t know 
where to look for health research opportunities and how to get involved. Another barrier to becoming 
involved is trust. Many people support CHR, but others are more hesitant due to safety concerns or a 
variety of personal and health reasons. Some distrust CHR because of the historical mistreatment of 
specific communities. Others have an overall distrust of government, scientific research, and/or the 
healthcare system. People generally trust researchers in public institutions while demonstrating less 
trust in pharmaceutical companies. 
 
  
Achieving optimal health outcomes for all Albertans requires that people from all walks of life are 
involved in CHR. Overcoming knowledge and trust barriers and increasing the diversity of participants 
will demand direct connections with people and building relationships in the community. It will mean 
leveraging trusted sources of information, such as trusted community leaders, family doctors and 
other healthcare providers. And it will require easily discoverable, accessible, and straightforward 
information about CHR opportunities, safety, and ethics, along with closing the loop with people on 
research outcomes. People want to know what happened because of their participation in a research 
project. Did the research lead to improved care and ultimately better health outcomes and/or quality 
of life for people?  
  
The above approaches will also be critically important when supporting citizens to understand issues 
related to the ownership and sharing of their personal health data for research purposes. 
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Appendix A: Interview summary 
 
 
Imagine Citizens Network and Alberta Innovates 
Baseline Knowledge Study on Clinical Health Research 
 
Phase 1: Semi-Structured Interviews 
March 2, 2023 
 
Semi-structured interviews with 11 people  
 
Purpose of interviews 
 
Interviews were conducted to support the development of a public survey. Insights helped with the 
confirmation and development of survey questions and relevant response choices. Insights from the 
interviews will also help inform upcoming group discussions as well as the final project report. 
 
Who we interviewed 
 
Our aim was to interview a diverse group of people. That is: people likely to have different kinds of 
understanding of and experience with health research, as well as with illness and/or disability; people from 
across a range of gender and ages. 
 3 participants live with chronic health issues, 2 having some level of disability 
 2 participants had experience as parents of children with difference kinds of illness and disability (one 

cancer, other congenital metabolic condition) 
 2 participants live with mental health challenges 
 2 participants are neurodivergent 
 1 participant was a young, healthy person with little to no experience of illness and disability in their 

family 
 Coincidentally, 2 participants work or study in the data analytics field 
 3 had experience being involved as patient partners in health research; 2 had extensive experience and 

one limited (involvement in just one project)  
 5 actively engage others regarding health research and/or digital health and health information data and 

therefore brought the perspectives of many others to the table as well 
 5 participants were male and 6 were female. They ranged in age from early 20’s to mid 70’s. 
 
Preliminary themes and participant insights and comments 
 

Experience with and understanding of health research 
Sp  Some people’s 

understanding of 
clinical health research 
is limited, and they 
have little or no 
experience with it 
 

“My knowledge is basically that I have no idea how it works and where it 
would go. … I think of a nebulous organization gathering data and running 
experiments and figuring out impacts of various things about health.” – 
Participant comment 
 
“I would think that they are doing research into medical conditions and maybe 
looking into new drugs, or new treatments, whether it be natural-homeopathic, 
things like that.” 
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“I think [innovative research taking place] at a university; mostly post-
secondary research and graduate studies.” 
 
“Definitely clinical trials is the first kind [of health research] that comes to 
mind.” 
 
“I think there’s a lot of misconception around research…and I think we saw 
this during COVID as well” 
 

Most people felt they 
had some experience 
participating in health 
research 
 

 Including: testing surveys and assessment tools or studies as part of a 
university psychology class (sometimes for extra credit); system 
improvement research (usually qualitative), public surveys.  

 
“When I was first diagnosed…my [specialist] would get a group of students 
together, and he would often use me as patient…I loved this because I learned 
a lot. He devised his own mobility testing in regard to your joints…and he 
would get students to examine my joints” [when a hospital inpatient as a 
teenager].  
 
“I was under a [specialist] in Calgary, and I was involved in clinical 
trials...He asked me because he and I had a really good relationship, and he 
asked me whether I’d be interested. It involved a medication, and I said yes…” 
 
“My extent has been previous surveys [done in psychology classes]…psych 
assessment type things.”  
 

Many people’s initial 
understanding of 
health research relates 
to clinical trials.  
 

 One participant recalled his experience as a teenager in a clinical trial 
focused on cycling related concussion injuries that his concussion 
specialist referred him to. Another participant was in a clinical trial 
decades ago. Others (3) knew of others who had participated in clinical 
trials.   

 Others linked clinical trials to their current medication or treatment, 
recognizing that the treatments or medication exist because clinical trials 
took place. 

 One participant talked about children being involved in experimental 
trials, when none of the other standard treatments are working. 

 
“For me, just given his diagnosis, the notion of research was clinical. My first 
introduction was a standard for anyone with a rare condition they want to they 
want to put you in the books.” 
 
[When your young child has cancer] “You are pretty aware of research and 
clinical trials and all of that….seeing the impacts it has on kids along the 
way.” 
 

Participants who had 
experience as patient 
partners said that they 
now had a much 
deeper understanding 
of health research 
since their involvement 
as patient partners. 

 They initially thought of health research as primarily bench and clinical 
trial research with an ultimate focus on trying to improve treatment. Now 
they think of health research more broadly, and value research that 
focuses on trying to improve how health care is provided. 

 
“I had those ideas that really research is bench science or clinical trials…I 
didn’t necessarily know that [health research] supported decision-
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 supporting…I had no understanding of qualitative, quantitative, this kind of 
stuff…”  
 

Most participants had 
little awareness of the 
kinds of health 
research being 
conducted in AB or in 
general.  
 

 People living with chronic illness and involved in broader networks had 
more understanding of the research being conducted on these specific 
illnesses across Canada.  

 
“I play close attention online and through patient support groups to find out 
what is happening with MS research here and other places. I’m always 
watching what is on the horizon.” 
 
“If there are opportunities or studies I’m curious about it would be stuff I 
would have to hunt down myself. So, I would not be aware of any research.” – 
Participant comments 
 
[Re other older adults’ awareness of health research]. “I think they’ve became 
more aware since COVID, taking more notice…I didn’t hear a lot of talk about 
health research before COVID…I don’t know whether people trust research 
more or less, however.” 
 

Active participation in health research 
All individuals would 
be willing to 
participate in health 
research, including 
clinical research. Many 
felt that research was 
valuable to improve 
both patient experience 
and outcomes. Some 
also valued the 
development of 
knowledge/learning.  
 

 Most people are more likely to participate if they think a particular 
research project may help them, and/or others in the future (i.e., more than 
simply leading to a journal publication – they want to see the research 
actually improve experiences and/or outcomes for people). Some happy 
simply to contribute to learning or knowledge development.  

 
 People with less-than-positive past experiences with clinical research will 

carefully weigh risks vs benefits and ask more questions.  
 
 It is important that research is humanized. For example, one individual 

noted they would have loved to heard recruitment focusing on important 
research questions to answer (and why), and love to see you get on board. 
[rather than you have this condition, and because its rare the expectation 
that you participate] 

 
 Some are interested in participating to ensure that research has diverse 

representation 
 

“I have questions for my own health that I would love answers to, but I think it 
would be unrealistic to expect those answers from being a research subject. I 
believe in medicine so I would do it if I thought it would make someone else’s 
life better and they would have a different, better experience than me. …The 
drugs I am on now are a new drug just from 2017 because of research. My 
doctor told me I would already be in a wheelchair without them. Someone 
was ahead of me, a part of research to make it available to me.”  
 

“I’d like to know that there are people like me [neurodiverse] as part of research 
and that they are considered even if they might present atypical results.”  - 
Participant comments 
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Enablers to 
participating in clinical 
health research 

 Patient centred trial designs, including designs that don’t include a 
placebo arm; being treated as a human being (with compassion, dignity & 
respect); trauma informed approach; transparency about outcomes 

 Love of learning and ability to learn more about your own condition. 
 Trust in clinician inviting research participation and/or involved in the 

research 
 Compensation (particularly big issue for young people) 

 
“The only way to get students’ attention is gift cards.” 
 
“Very little would stop me from taking part, but I would expect that I would 
not have to incur any costs at all on my own.” – Participant comments 
 
“I think there's also a psychological factor that we don't consider as well to 
you in these spaces…[research]needs to be done well and ethically in ways 
that doesn't negate their humanity.” – Participant comments 
 
“Design clinical trials so that they are a little more patient centred, 
friendly…so it’s not automatically just sort of saying this whole group of 
people aren’t going to qualify for this clinical trial.” 
 
“Some people [patients] don’t like placebo…When people really want and are 
OK with the risk, and want to opportunity to take the medication …when 
people are suffering that’s a tough pill to swallow”  
 
“I’ve had good experiences [with health research]…If it was someone I knew 
and trusted [who invited my participation] I wouldn’t hesitate to 
participate...If I was in any doubt, I wouldn’t hesitate to ask a lot of 
questions.”  
 
 “I would definitely think about it, and think that having some financial 
compensation definitely would add people like myself for doing so….as long as 
I could find time.” 
 

Barriers to 
participating in clinical 
health research 

 Eligibility (because of co-morbidities); participation in a clinical trial 
might prevent access to effective treatment (e.g. if assigned to placebo 
arm); distrust of pharmaceuticals and big pharma; big believers in 
‘natural’ products; time commitment; lack of flexibility in scheduling; too 
much paperwork; any out-of-pocket costs; difficulty travelling to 
participate; lack of trust in clinician inviting participation; research being 
conducted by a pharmaceutical co.; lack of awareness of opportunities to 
participate; ableism; concern about what they might learn about their 
health, if participating in clinical research as a ‘healthy control’. 

 
“I’d love to [participate in clinical health research] but I don’t know where 
you see these things…” 
 
“It’s kind of like donating blood. You’ll do it, but the easier the process to get 
there, the more likely you are to do it.” 
 
“I believe in modern science but I am disgusted at how much the treatment I 
am on now is. …It feels like there is a lot of money made by pharmaceutical 
companies and I’d only do research if intentions are for the better of everyone. 
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I’d be more supportive of a university or AHS but understand that drug 
companies have their place too.”  
 
“Once I had an ileostomy it disqualified me… from participating in clinical 
trials for like drug therapies specifically.” 
 
“I think scheduling is the toughest part for everyone.” 
 
“As a seemingly healthy person I would hate to learn something about my 
health that I was not expecting [if participating in research as a healthy 
control].” 
 
“Not knowing how to sign up; that’s the biggest barrier…awareness is part of 
it for me.” 
 
“Kind of a scary thought to like go into thinking about going into a clinical 
trial…like the guinea pig feel.” 
 

All were aware of the 
concept of informed 
consent in research; 
that they needed to 
provide consent (or 
their legal guardian). 
 

 One individual noted that the informed consent is limited as it focuses 
primarily on the research process  

 
“I think part of what is really lacking a patient and family centered nature to 

that is that there is informed consent about the process, but they don't talk 
about how that's going to make you feel. They don't talk about how 
whether or not you'd have access to that information afterwards. All of 
those things just kind of feel like it's not even transactional. It is. You like 
it's unidirectional in nature.”  

 
Most were aware of the 
existence of health 
research ethics boards, 
because of their 
experience in 
University &/or as 
patient partners and 
seemed to trust that 
research in AB is 
conducted ethically 

 One individual wondered about the ethics of CT research when a 
participant at some point loses access to a medication that has been 
successful for them. 

 
“But the thing that’s happened in clinical research is that [a person] has taken 
part in a clinical trial, and basically when the study is over...sorry you don’t 
get it any more …and they [the trial participant] were like uhhh, that was 
working for me.” 
 

Some recognized the 
limitations of 
traditional approaches 
to research ethics, 
however 

“I think part of what is really lacking a patient and family centered nature to 
that is that there is informed consent about the process, but they don't talk 
about how that's going to make you feel. They don't talk about how whether or 
not you'd have access to that information afterwards. All of those things just 
kind of feel like it's not even transactional. It is. You like it's unidirectional in 
nature.”  
 

Having your private health information used for research purposes 
All recognized the 
potential benefits of 
sharing personal 
health information for 
research purposes, and 
some specifically 
commented that they 

 Some noted the benefits for people who have rare diseases or 
neurodiversity. 

 One individual described building a registry as low-hanging fruit re 
increasing our knowledge about rare diseases. 

 One individual mentioned the clear benefits of this kind of research to 
contribute to the develop of AI tools. 



22 | P a g e  

saw these benefits 
increasing in the future 
as health information 
becomes digitized. 
 

 Another commented on the opportunity for smaller Alberta organizations 
to benefit from the data. 

 One was concerned that asking about health information data may not be 
fair given the limited public understanding of it and its uses. 

 Others were concerned that health data would diminish the importance 
and value of lived experiences and stories. 

 
“It would help people who aren’t normal feel better about who they are. There 
would be access to data about people who would normally be hard to include 
in research.” 
 
“Don’t allow the value of lived experience to be overshadowed by big data, 
they must be combined for the full picture.” 
 
“It would be interesting to be able to see like: was my information used for 
good purposes?” 
 
“That may not be a fair question to ask as people really don’t understand what 
their health data is and who owns it. There is no knowledge of the current 
state.” 
 
“A process could be put in place where you provide data to smaller 
organizations that may have a good idea or product but not the means to 
access the information or data they need. A unified approach would allow 
smaller groups who never would get the budget to perform research – just 
having access to that data may be the difference in them pursuing research or 
not.”  
 

Most wanted to know 
that their name is not 
connected with my 
data (i.e., researchers 
only get access to 
anonymized data). 
Most understood this 
was often the case. 
 

 However, some people asked whether, in some cases, it would be 
important for the researcher to be able to connect the data back to an 
individual – so it couldn’t always be anonymized. 

 
“There is a wide misinterpretation of how personal your data is or looks like. 
But if you ask most people that work on the technical side of data, all you see 
is numbers and letters. Who you are really doesn’t matter.”  
 
“My health data being shared is irrelevant compared to the other kind of 
information that is gathered about me every single day by big corporations.”  
 

Transparent decision-
making around which 
researchers get access 
to data and why 
 

“If it is going to better someone else’s life, it doesn’t bother me one bit. But, 
they should explain how it is all being used and why.”  
 

Trust is so important. 
Have to trust 
government to either 
opt-in or opt-out of any 
health data registry 
that is ‘government-
run’. 
 

 One young person noted that younger people may be more open to it than 
older people, as they are used to having a ‘digital presence’  

 Would need to have legal protections around genetic info (e.g., this info 
would never be shared with insurance companies) 

 Want to see that the research being done is meaningful and will make a 
difference to people 

 
“And the number one thing this is the thing that I'm a firm believer in is that 
they don't want to feel like their time is being wasted. It needs to be 



23 | P a g e  

meaningful, it needs to be clear [how it will ultimately make a difference to 
people].” 
 
“[Any health data] registry would need to be un-mess-able with…” 
 
“I am pretty comfortable having things digitized…I think as long as people 
treat my ID properly and have good passports…I do trust cybersecurity of the 
government.” 
 
“It might be tough to get the masses, who are so afraid of their digital footprint 
[to consent to this]…their first thought might be government control…maybe 
young people would be more open to it.” 
 

Many were more 
comfortable sharing 
their health info with 
universities or other 
public research 
institutions, than with 
private industry 

 One individual felt they would initially be more comfortable sharing their 
personal health data with public organizations, and potentially with 
private industry in the longer term (after the public develops more 
experience with this) 

 People with positive experience with big pharma felt comfortable sharing 
their health data with pharmaceutical companies. 

 A few saw this kind of data as a public resource and feels that it should 
stay in the public realm. Don’t want to see the benefits go to private 
industry for free.  

 Most important thing is that there is a clear path to research that will make 
a difference to people 

 
“I think it makes complete sense. I think that’s where we want to be 
moving…As long as correct controls are put in place, I would have no 
concern. 
 
“I think COVID is going to bring more awareness into health research. I don’t 
know whether people will trust research more or less, however.” 
 
“I have less trust of [research being conducted by] pharmaceutical 
companies…they are more and more into it for the money… [for example] the 
cost of a vaccination in the US may be more than $500.00 [when it costs $1.30 
to produce a shot]…it’s wrong.” 
 
“Personally, I’d probably feel more comfortable if it was public research 
[particularly initially]….[concern about private industry research]…That 
makes you wonder if the government is selling it, if they are getting pay back 
for the data…” 
 
“It’s a public resource, so I’d like it stay in the public realm…It doesn’t come 
for free, so 2% of your sales will have to come back to the province.” 
 

Most people are 
unaware that personal 
health information is 
owned by the 
individual, and he/she 
must provide 
permission for it to be 
used in research 

[re who owns their personal health information] “I think it's confusing. I 
mean, I don't know whether I understand it…the custodian may be that 
whoever is collecting it, but that doesn't mean they have the right to share it 
without consent, right...” 
 
“I think its AHS or the government that has those records [personal medical 
information] in their database somewhere…” 
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People like the idea of 
owning their own 
health information and 
sharing it with who 
they want to 
 

“I like working with data and contributing data. It feels like it’s not really 
burdensome and can have a big impact.” – participant comment 
 
“I love the idea of having access and owning my own data, and almost like a 
passport…I’m going to share this with you…because I make that decision.” 
 

Most would be OK 
with an opt in or opt 
approach 
 

 Some might support an opt-out approach realizing that this approach 
would likely yield far more data to support research 

 Communication would need to be clear: people would need to understand 
the benefits, as big data scares people and some worry about what 
government is going to do with this data; it does need to be clear about 
who might have access to this data in the communication around consent 
(both opt-in and opt-out options) 

 One individual specified that it may be better to at least start off with an 
opt-in kind of consent, and perhaps transition to opt-out as people become 
more familiar and comfortable with this concept.  

 Younger participants seemed more inclined towards an opt-out approach. 
 
“I think that [opting-out consent] would be a good way of doing it…It will 
need to be communicated well…with people and social media and big data 
stuff which scares people, it’s a big change…” 
 
“Personally for me…as I feel I understand the situation, I’d be happy with an 
opt-out situation. I don’t have a lot of confidence that this won’t be twisted in 
some kind of way, and then cause way more damage having it opt-out, than 
having it opt-in…I feel it would have to be done carefully.” 
 
“It needs to be done in conjunction with a strong legal framework…[for 
example] We’ll collect this data, but insurance companies can’t use it to 
discriminate against you…Looking at why people will be reluctant to share 
this aggregate data and solving that will be really important. Take away the 
reasons why people would be reluctant to share…I think kids will share now 
almost everything [however].” 
 

Finding out about health research, and opportunities to participate 
People don’t know how 
to find out what kind 
what kinds of health 
research is going on 
across AB, so don’t 
know about potential 
opportunities to 
participate 
 

 Many people living with chronic conditions expect to learn of clinical 
research opportunities through their specialists who are connected with 
academia. Those patients not connected with these kinds of specialist will 
struggle to find out about clinical research they might be eligible for. 

 
“Even if I was interested, which I am, I don’t really know where to go or what 
to do.” 
 

Many (and 
particularly people 
living with chronic 
health issues) would 
like to learn of 
opportunities to 
participate in research 
through someone they 

 Some involved with specific disease research network as patient partners 
feel these networks have a role to play in informing these patients about 
research going on across Canada 

 See a role for academic physicians/clinician researchers in sharing info 
with their community-based colleagues, so they can inform their patients. 
 

“I’ve asked my doctor to let me know if there is any research that might apply 
to me.”   
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trust (e.g., their 
specialist or family 
physician) 
 

 
 

Some feel it would be 
useful for the 
government or the 
health system to set up 
a public-facing website 
for sharing info about 
health research and 
opportunities to 
participate.  

 Could set it up like a job posting board, description of research, your 
commitment, compensation provided. Like in Kijiji or FB marketplace, 
could also sign up to be alerted if research areas (or types) you’re 
interested in come up. For older people, may need another medium (other 
than as website) as well. 

 
“If I had somewhere I could put my name in and any research that comes to 
Calgary and they need people for various things that relate to me, I could 
subscribe to that list and be alerted if there were opportunities.”  
 
“I think kind of like a job posting job online…something that’s really easy to 
use with descriptions [e.g., financial compensation, scheduling]…where the 
information is very visible and easy to access…You could build a little 
profile…where you could get alerts if you’ve selected particular categories you 
are interested in [e.g., like Kijiji or Facebook Marketplace], you could be 
alerted when something came up.” 
 
“I think maybe…starting with pc doctors and getting them to promote it to 
their patients…from like a patient and doctor where there’s a good 
relationship…Primary care doctors would need to be aware of these things…I 
think coming from a relationship situation…might get people more informed 
and willing to do that….Perhaps notices in the doctors’ offices, so you’re 
waiting for your appointment and you can go to this website…I’m willing to do 
this, but I don’t know where to go.” 
 

Most people were not 
aware of the concepts 
of patient-oriented 
research and patient 
partners in research 
 

 Those that were aware said that knowing patients were involved on the 
research team would be good, but if they weren’t involved it would not 
prevent them from participating (as long as they saw value in the 
research) 

 
“I don’t it would matter to me [if patient partners were members of the 
research team].” 
 

Other observations  Some specified that they would like to see more clinical health research 
being done in AB 

 People noted that seeing the impact of research on developing vaccines 
and treatment for COVID had increased their awareness of the potential 
value of health research.  

 Re: private health data repositories: ideally provincial health data 
repositories being developed would be connected across the country 
forming a national data repository.  

 Will be important to talk to people who don’t trust science and medicine, 
as part of this project, as these would be the people who would likely be 
more reluctant to involved in health research and feel comfortable sharing 
their personal health info for research purposes. 

 Need to build public understanding of their health information, and 
research. This starts by being more transparent, open, about these topics 
and having ongoing communication with the public about this. Also, 
important to increase public access to published research. 
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Appendix B: Public survey results 
	
Clinical	health	research	survey	results	for:	
Citizen Insights:  Alberta Clinical Research Consortium Engagement Project 
 
Data and analysis 
Date: 3/20/2023 
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Survey	data	

 
1. How would you describe your level of knowledge about clinical health 

research? 

 



28 | P a g e  

2. What kind of experience have you had with clinical health research? Please 

choose all that apply. 
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3. How did you or your family member/friend get involved with clinical health 

research? Please choose all that apply. 

 



30 | P a g e  

4. How would you describe your views about clinical health research? 

5. In your opinion, how safe is clinical health research? 
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6. Are you aware of the role of that Research Ethics Boards (REBs) play in clinical 

health research? 
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7. If you were interested in finding out about clinical health research and 

opportunities to participate, where would you turn for information that you 

trust? Please choose all that apply. 
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8. Given the opportunity, how willing would you be to participate in a clinical 

health research project? 

9. In your own words, how does clinical health research benefit Albertans? 

[46 respondents answered this question] 
1. Helps the system learn and change in positive ways; advances important work on developing new 

approaches or technologies that will improve quality of life for Albertans (and others). 
2. Gathers data in an ethical, scientific manner. 
3. Gathering data enabling better understanding of diseases, health impediments; testing new 

products, techniques, etc. Overall aim to improve health care and quality of life. 
4. Generating a strong evidence base to support decisions made by policymakers, health-care 

leaders, staff, and people using health care services is vital. We need our systems to be cost-
effective, safe, and fit for purpose. 

5. Better understanding of how interventions directly affect Albertans 
- informing development of new research based on gaps in existing research such as heart disease 
research for women and diversity. 

6. Research is vital for all areas of clinical health work. 
7. Any review of what is happening and assessing outcomes is worthwhile from a practice and patient 

perspective. 
8. It is the evidence that supports initiatives. It is imperative to making informed decisions. 
9. Opportunity to participate in new research and change treatment options for more effective 

practices. 
10. Without research there are no options for finding cures/treatments for Illness or disease. 
11. Of course!  I find the question even strange? 
12. The research sets direction and creates potential modalities for treatment. 
13. Clinical health research contributes to evidence based, science based, scientifically proven facts, 

data information. That information has the potential to inform pathways, health protocol, strategies, 
medication (like COVID medication) , health care improvements that save lives, reduce death 
rates, improve quality of health care system, improve health outcomes for members of our 
communities. 

14. It gives the opportunity to participate in new treatment trials that aren't available to the public at 
large and to help other people in the future. 

15. I feel it would make our health care better and easier to access. 
16. Advance treatments and technologies. 



34 | P a g e  

17. It is getting there. 
18. Data that is compiled can help drive more research and also new therapies. Research drives the 

future direction for health care advancement and can help solves issues in health care. 
19. Adding to the body of knowledge that improves care. 
20. Research provides evidence to inform decision making about health. The only problem is that 

evidence isn't' always implemented into the decision-making process. 
21. It can lead to an improvement of care for people. 
22. Developing new drugs and best practices using evidence. 
23. Being part of the process of positive change in health care helps people take some ownership of 

the system. Feeling like you are not just the recipient of care but a participant in your care, a 
member of your health care team. 

24. Having access to programs, that are still in a study or research phase, that otherwise would not be 
available (therapy/counseling, access to  a specific treatment or drug), or, if it is more theoretical 
research, knowing, that one's experience is at least collected (not always a given) and that this can 
help to shed light on what works - or often, where there are shortcomings and make things better 
for others coming after us .. (e.g., ACE - Alberta exercise program comes to mind). 

25. Research can help Albertans directly by leading to discoveries that make a difference in 
prevention, treatment, and cures for diseases. Also, research can help find ways for health care 
providers and the system to be more efficient and effective. 

26. Exploring new, innovative and even modified methods, treatments, interactions, technologies and 
theories have the potential to lengthen lives, improve quality of life, prevention of disease, recovery 
from an ailment, disease or treatment and to significantly improve wait times, costs and quality of 
care and life around us. 

27. However, none of this improvement happens without some form of research. Whether it is focused 
research, improvements made by trial and error, or even by serendipitous hindsight, these 
improvements are all forms of research. 

28. In my opinion, when this research is focused in a clinical setting or within defined parameters in the 
healthcare setting, it is clinical health research and has the potential to improve those points noted 
above. 

29. By providing fact base data. 
30. By keeping up to date on things that are available to enhance our health experience. 
31. It helps improve our health and healthcare outcomes. 
32. Better drugs etc. to use to help others. 
33. Someone/people need to try 'new' out to see if there are benefits, help determine risks and help 

clinicians to determine what research moves forward and how. 
34. More knowledge of health from a wider array of demographics and social/cultural systems can 

provide improvements to both treatment and prevention of any form of illness, whether related to 
physical mental or social wellbeing. 

35. We always need to improve quality of life for everyone at any stage of a persons health. Clinical 
health research should be geared to do this. 

36. By seeking solutions to health issues. 
37. Research adds to our understanding of behaviors and medications that contribute to better wealth. 
38. Participation in health research helps activate engagement and contributes to health awareness 

and healthy communities. 
39. Hopefully helps cure people’s illnesses or improve their quality of life- and their family’s quality of 

life too. 
40. Any advances towards an improved quality of life is worth the examination. 
41. The more we can learn about various diseases and treatments, the higher our chance of success 

in better managing them to produce better and more efficient health outcomes. 
42. Knowledge can be gained of how a disease or illness can affect the body which can lead to earlier 

diagnosis, better management, new medications or treatments. 
43. By inquiring about and trialing techniques and clinical practices. 
44. It can only be a positive, we need research to further our understanding of medicine. 
45. It provides new information and perspectives. Can validate existing hypotheses. 
46. I believe that research should lead to better treatment for people with health issues. 
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10. What are important motivators for you when making a decision whether to 

participate in a clinical health research project? 
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11. Is there anything else that would motivate you to participate in a clinical 

health research project? If so, please specify. 

 
15 respondents answered this question. Some answers aligned with the responses from question 10, 
such as a focus on altruism, helping others, helping self, and trusting the research. The following list 
represents responses that did not fall into any category for question 10: 

• Convenient times and locations, snacks 

• Personal interest in topic 

• Seeing the results of the study 

• Being a patient partner as an opportunity for professional and personal development 

• Focus on health equity 

• Believing in participatory action research as a principle  
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12. What might make it easier for you to participate in a clinical research project? 

Please choose all that apply. 
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13. What barriers might make it difficult to participate in a clinical health 

research project, if you wanted to participate? 
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14. Do you know who owns your personal health information? 

43 respondents answered the “please specify” component of the question. Many responses included 
more than one answer, such as “me, my family doctor, and AHS.” 26 responses answered that they 
and only they own their information.  
 
This table counts the number of answers that mention a particular owner.  
Answer Number of answers 
I own my health information 30 
AHS 6 
My doctor 3 
The government 3 
Netcare or My Health Alberta 3 
Insurance companies 1 
Anyone who has access to my PHCN 1 
Confused about the question 2 

 



40 | P a g e  

15. How willing would you be to share your personal health information for 

research purposes? 

Personal health information means information about your health in your medical record that is 

collected by physicians, hospitals, and other health care professionals. The information is de-

identified so that it cannot be connected to your name. 
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16. Which of the following would make you less willing to share your personal 

health information for research purposes? Please choose all that apply. 
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Cross-tab	report	findings	
• Knowledge of clinical health research increased with age 

• Experience with research, views about research, and views about safety, willingness to 

participate, and willingness to share data did not differ by age. 

• Respondents who said they knew a lot about clinical research were more likely to be 

familiar with research ethics boards. 

• Respondents who said they knew a lot about clinical research were more likely to be willing 

to participate. 

• Most respondents had a positive view about clinical research and were willing to participate.  

• Most respondents believed clinical research is safe and were willing to participate.  

 

 
 
 
 
 
 

 
  

 


