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About the Patient Partner Orientation Guide Series

Welcome to the Patient Partner Orientation Guide Series for patients and caregivers 
who are interested in becoming involved in healthcare research.
 
Information in the Guide Series has been adapted, with permission, from others such 
as INVOLVE  in the United Kingdom. Patient Partners provided advice on how to adapt 
information for the Canadian context. They also helped identify information that people 
need when they first become involved in research. 

The Guide Series is made up of four booklets:

  1. A quick guide 
This guide answers the main questions people ask when they first become 
engaged in research. It explains how you get involved in research, what you 
can expect and the difference you can make.

  2.  How to get involved in health research–What is it all about?
  This guide gives some background information about research and Patient 

Partner engagement and why it is important to become involved. It also 
describes some ways that you can get involved in research. 

 3. Finding out more  
  This guide introduces some of the organizations that support publicly  

funded research in Canada and within the Maritimes. It also provides a  
brief overview of the steps involved in a research project.

 4.  Jargon Buster
  Our jargon buster provides a glossary of some of the words and terms 

used in research, some of which we have used in our first three guides. 

What is a Patient Partner?

We use the term ‘Patient Partner’ to refer to a person with lived experience of 
the healthcare system, either directly as a patient or indirectly as a caregiver. 
Patient Partners actively participate as a member of a health research team.

You may have heard other terms used to describe patients and caregivers who 
are involved in research, including patient/family advisors, citizens, community 
representatives, or experience partners. While these terms are slightly different, 
they all recognize that you have an important role in shaping and guiding the 
research process.
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2.1 What is in this guide?

This guide is a Jargon Buster or glossary of words. It contains the definitions of words 
that you will have come across while reading other booklets in the BRIC NS Patient 
Partner Orientation Guide Series and others you might hear as a Patient Partner, 
particularly if you live in Nova Scotia. Some definitions we include come from others 
who created them in consultation with researchers and Patient Partners while others 
have been adapted or added by our BRIC NS research Patient Partner working group. 
We understand that this is not a complete list of all the words you might come across 
during your involvement in research. As such, please consider this booklet as a  
‘work in progress’.  
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Term Definition

Abstract

This is a summary of a research study and/or its 
results. It should tell you why the study should 
be done or has been done, how the researchers 
did it and what they found.

Advisory Group 
(Steering Committee)

Some large research projects have an advisory 
group (or Steering Committee). This group 
provides advice to help develop, support, advise 
and monitor the project, but tends to be separate 
from the research team. The group often 
includes people who use healthcare services 
such as patients, caregivers, researchers and 
other healthcare professionals, who can provide 
relevant advice.

Analysis 
(Data analysis)

Data analysis involves examining and processing 
research data to answer the questions that 
the project is trying to address. It involves 
identifying patterns, examining how different 
data are related to each other or drawing out the 
main themes. It is often done with specialized 
computer software. You may hear of SPSS 
Statistical Software or NVivo Qualitative Data 
Analysis software, but there can be others.

Applied Research
A type of research that is designed to solve practical 
problems (in contrast to basic or lab research)

Audit

An audit of healthcare involves carrying out 
a systematic assessment of how well care is 
being delivered. Current policy and practice is 
compared with an agreed standard, so that any 
problem areas can be identified and improved. 
Later, the audit can be carried out again to check 
that changes made have actually made  
a difference.

2.2 Definitions
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Basic Research
(also called Lab/ 
Bench Research)

Basic research aims to improve knowledge and 
understanding, rather than finding a solution to 
a practical problem. It usually involves work in a 
laboratory – for example, to find a gene linked 
to a disease or to understand how cancer cells 
grow. This kind of research can sometimes 
provide clues as to what to explore to develop 
new treatments.

Bias

Bias is an error that misleads the neutrality of 
a study. It can happen if a researcher doesn’t 
follow demanding standards in designing the 
study, selecting the subjects, administering 
the treatment or intervention, analyzing the 
data, or reporting and interpreting the study 
results. Bias can also result from circumstances 
beyond a researcher’s control, such as an uneven 
distribution of some characteristic between groups 
as a result of randomization. Bias mean that the 
research findings might not be representative or 
generalizable to a wider population.

Building Research for 
Integrated Primary 

Healthcare (BRIC NS)

BRIC NS is Nova Scotia’s local Primary and 
Integrated Healthcare Innovations (PIHCI) 
research network. It consists of a group of 
researchers, Patient Partners, providers, 
policymakers, students, and members of 
the public who are interested in primary and 
integrated healthcare research across Nova 
Scotia. BRIC NS supports and builds research 
teams that work to improve health and quality 
of life for people with–or at risk of developing–
complex healthcare needs.

Canadian Common 
CV (CCV)

A website where research team members, 
including Patient Partners, are often asked to 
record their information in the form of a CV, 
which can then be sent to funders to apply for a 
grant to conduct a study.
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Term Definition

Canadian Institute 
for Health 

Information (CIHI)

CIHI is a non-profit organization that collects, 
stores, and shares data from across Canada  
that is used to help improve healthcare. Most  
of its funding comes from the federal and 
provincial governments.

Canadian Institutes 
of Health Research 

(CIHR)

Created in 2000 CIHR is Canada’s federal 
funding agency for health research. CIHR 
provides leadership and support to health 
researchers and trainees across Canada. CIHR 
collaborates with partners and researchers 
to support the discoveries and innovations 
that improve our health and strengthen our 
healthcare system.

Caregiver

A caregiver is someone who provides (or intends 
to provide or used to provide) a substantial 
amount of care to another person on a regular 
basis. They do not necessarily live with them. 
In research, caregivers are often referred to as 
informal if they are family members, friends or 
partners. They are often referred to as formal if 
they are a paid or hired caregiver.

Citizen 
(members of the 

public or community)

Citizens are members of the general public, 
patients, caregivers, or users of health services. 
They might be advocates and representatives from 
the community and voluntary health organizations.

Clinical research

Clinical research is health research on people 
and aims to find out the causes of human illness 
and how it can be treated or prevented. This 
type of research is based on examining and 
observing people with different conditions 
and sometimes comparing them with healthy 
people. It can also involve research on samples 
of blood, other tissues, or tests such as scans 
or X-rays. Clinical researchers may also analyze 
information in patient records, or data from 
health and lifestyle surveys.
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Clinical trials

Clinical trials are research studies involving 
people who use health services in a real 
world setting. For example a clinical trial might 
compare a new or different type of treatment 
with the best known treatment currently 
available. They test whether the new or different 
treatment is safe, effective and any better than 
what already exists. They also look at whether 
there are side effects or other impacts. No 
matter how promising a new treatment may 
appear during tests in a laboratory, it must go 
through clinical trials before its benefits and risks 
can really be known.

Co-applicant

A member of the research team applying for 
funding to conduct a proposed study who 
supports the principal investigator leading 
the proposed study. Once the application is 
funded, co-applicants are often referred to as 
“co-investigators”.

Co-investigator (Co-I)

A member of the research team who contributes 
significantly to the study activities and analysis of 
a project and supports the principal investigator 
leading the study. 

Collaboration

Collaboration involves active, on-going partnership 
with different people and organizations to make 
sure that research is shaped and carried out in the 
right way and focuses on the right ideas. 

Collaborator
A member of a research team, often named on a 
funding grant, who helps decide on the direction of 
a study and supports some of the study activities.

Community of 
Practice (CoP)

A group or network of people who communicate 
with each other to share knowledge about a topic.
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Term Definition

Conference

A special event where members from many 
different research groups and other groups 
gather to share research and discuss important 
topics. Most researchers attend conferences to 
spread the word about their studies.

Confidentiality

During a research project, the researchers must 
put data protection measures into place, to 
ensure that all information collected about the 
participants is kept confidential. This means that 
the researchers must obtain the participants’ 
written permission to look at their healthcare 
records as well as their participation in focus 
groups or interviews. It also means that any 
information that might identify the participants 
cannot be used or passed on to others, without 
first getting the participants’ consent. For 
example, when researchers publish the results 
of a project, they are not allowed to include 
people’s names or any other information that 
might be used to identify them.

This confidentiality will only be broken in extreme 
circumstances: where it is essential for the person’s 
care, treatment or safety, where it is required by a 
court order, e.g. in a criminal investigation, or it is 
necessary to protect the public.

Consent Form

A document that explains the details of a study 
and what a participant will be asked to do. It is an 
important document for a study because it helps 
ensure that a participant has given informed 
consent to participate.

Consultation

Consultation involves asking members of the 
public for their perspectives about a topic 
and then using those perspectives to inform 
decision-making. This consultation can be 
about any aspect of the research process – from 
identifying topics for research, through to thinking 
about the implications of the research findings. 
Having a better understanding of people’s lived 
experience should lead to better decisions. 
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Curriculum Vitae 
(CV)

This is a document similar to a work resume that 
records all of the research grants, publications, 
jobs, and presentations someone has had. 
CV’s can be made for researchers, clinicians, 
policymakers, and Patient Partners. A research 
team member should be available to help create 
a CV for those who are new to the team.

Data

Data is the information collected through 
research. It can include written information, 
numbers, sounds and pictures. It is usually 
stored on computer, so that it can be analyzed, 
interpreted and then communicated to others, 
e.g. in reports, tables, graphs or diagrams.

Data protection

Researchers are required to include all 
the necessary safeguards to protect the 
confidentiality of the information (data) they 
collect about research participants. When 
contacting participants for a research project 
they must explain in an information sheet to 
each participant:

• how the participants’ data will be collected
• how it will be stored securely
• what it will be used for
• who will have access to the data 
• how long it will be kept
• how it will be disposed of securely.

Dissemination

Dissemination involves communicating the 
findings of a research project to a wide range 
of people who might find it useful and is an 
important part of knowledge translation. This 
includes communication that is patient/user-
friendly. This can be done through:

•   producing reports (often these are made 
available on the Internet)

•  publishing articles in journals or newsletters
•  issuing press releases
•  giving talks at conferences, meetings.

It is also important to provide the findings of 
research to the research participants.
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Term Definition

Empowerment

This is the process by which people who use 
services equip themselves with the knowledge, 
skills and resources they need to be able to take 
control over decisions and resources. It often 
involves people building confidence in their own 
strengths and abilities. 

Epidemiology

Epidemiology is the study of how and why 
different patterns of health and disease occur 
among different groups in a population. 
Knowledge gained from epidemiological studies 
can help researchers design more structured 
studies of public health questions and help 
governments to improve health on a community 
or national level.

Ethics

In Canada, research that involves people, or 
information about them must follow the standards 
for research that are laid out in its Tri-Council 
Policy Statement: Ethical Conduct for Research 
Involving Humans. Ethical health research 
should always work to maximize benefits while 
minimizing harm. 

(see Research Ethics Boards, Tri-Council 
Policy Statement)

Evaluation

This involves assessing whether an intervention 
(for example a treatment, service, project, or 
program) is achieving its aims. A project can be 
evaluated as it goes along or right at the end. It can 
measure how well the project is being carried out 
as well as its impact. The results of evaluations can 
help with decision-making and planning. Evaluation 
studies are often exempt from academic Research 
Ethics Board approval. (See Tri-Council Policy 
Statement). However, research evaluators should 
apply to the same level of competence, integrity 
and accountability of researchers. 
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Evidence base

An evidence base is a collection of all the 
research data currently available about a health 
topic, such as how well a treatment or a service 
works. This evidence is used by health and social 
care professionals to make decisions about 
the services that they provide and what care or 
treatment to offer people who use services.

Experimental 
research

This type of research allows researchers 
to explore cause and effect. For example, 
experimental research would be used to see 
whether a new drug is effective in reducing blood 
pressure. The research design (in this example a 
randomized controlled trial) will tell the researcher 
whether any reduction in blood pressure is 
definitely due to the drug.

Focus group

A small group of people brought together 
to discuss a specific topic or issue. For the 
researcher, the purpose is to listen and gather 
information. It is a good way to learn about 
people’s experiences, find out how people feel or 
think about an issue, or to come up with possible 
solutions to problems

Gender

Gender refers to the socially constructed roles, 
behaviours, expressions and identities of girls, 
women, boys, men and gender diverse people. It 
influences how people think of themselves and 
each other, how they act and interact, and the 
distribution of power and resources in society. 
Although usually thought of as either a girl/
women or boy/man, there is much diversity in 
how people understand, experience or express it.
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Term Definition

Grey Literature

Grey literature is material that is less formal than 
an article in a peer-reviewed journal or a chapter 
in a book – so it’s not easily tracked down. It 
includes internal reports, committee minutes, 
conference papers, factsheets, newsletters and 
campaigning material. However, ‘grey literature’ 
may be made available on request and is 
increasingly available on the Internet.

Health Systems and 
Health Services 

Research

This is a type of research that seeks to 
improve the efficiency and effectiveness of 
health professionals, such as doctors, nurses, 
or physiotherapists, or the healthcare system 
itself through changes to practice and policy. 
Health services researchers often use surveys, 
focus groups, randomized controlled trials, and 
comparisons of data from health records and 
other sources in their studies.

Healthcare provider

Healthcare providers are the people whose job 
it is to provide a healthcare service. When we 
think about healthcare providers, we usually 
think about doctors and nurses, but healthcare 
providers can also be dentists, pharmacists, 
physiotherapists, care assistants, social workers, 
and many other types of jobs.

Hypothesis

A hypothesis is an assumption, an idea that is 
proposed for the sake of argument so that it can 
be tested to see if it might be true. A scientific 
hypothesis is generally based on previous research 
that has been done that cannot be explained by 
knowledge that is currently available.

Implementation

Implementation involves putting research 
findings into practice. This means using research 
findings to make appropriate decisions and 
changes to healthcare policy and practice.
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Inclusiveness

Inclusiveness means that people are not kept 
out of being involved in something because of 
their gender, colour of their skin, ability, age, 
religion, sexual orientation, or other features 
about them. Inclusiveness means making people 
feel welcome and safe when they participate.

Informed Consent

In any study involving humans, it is crucial that 
the participants voluntarily agree to take part 
in the research, and that they do so with a full 
understanding of their rights and the possible 
risks associated with participating in the study. 
Throughout the entire study, the researcher has 
an ethical obligation to share plain-language 
information with all participants that will enable 
them to give their free and informed consent or 
permission to take part.

Integrated 
Healthcare

Integrated healthcare has a lot of different 
meanings in the research community. At its 
most basic, integrated healthcare means that 
health services are well-coordinated, providers 
collaborate strongly, and systems are in place 
to link patients to services appropriately so they 
don’t “fall through the gaps.”

Intervention

An intervention is something that aims to make 
a change and is tested through research. For 
example, giving a drug, providing a counselling 
service, improving the environment or giving 
people information and training are all described 
as interventions.

Interview

In research, an interview is a conversation 
between two or more people, where a 
researcher asks questions to obtain information 
from the person (or people) being interviewed. 
Interviews can be carried out in person (face-to-
face), virtually (online), or over the phone.
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Term Definition

Involvement

Involvement in research refers to active 
involvement between patients who use services, 
caregivers and researchers, rather than the 
use of people as participants in research (or 
as research ‘subjects’). Many people describe 
involvement as doing research with or by 
patients rather than to, about or for them.

Journal
(peer-reviewed)

A journal is a regular publication in which 
researchers formally report the results of their 
research to people who share a similar interest 
or experience. Each journal usually specializes 
in one particular topic area. The Canadian 
Medical Association Journal, CMAJ), British 
Medical Journal (BMJ) and The Lancet are 
examples of journals.

Justice

Justice is where every person is treated fairly 
along with every other person and that everyone 
is given the same rights and freedoms, not just 
on paper, but also in practice. A lot of health and 
social research focuses on how to make sure 
justice is upheld.

Knowledge 
translation (KT)

Knowledge Translation (KT) has a range of 
definitions. The Canadian Institutes of Health 
Research (CIHR) describes KT as a process of 
summarizing, distributing, sharing, and applying 
the knowledge developed by researchers to 
improve the health of Canadians, and strengthen 
the healthcare system through the use of more 
effective health services, products, and standards 
of practice. Information shared should be 
understandable and available to all Canadians.

Integrated KT is a form of KT where researchers 
and knowledge users (e.g. policymakers, 
healthcare providers) work together to determine 
research questions, decide on methods to use, 
collect data, develop tools, interpret findings, 
and report research results. This approach is 
intended to produce research findings that are 
more likely to be relevant to, and used by, the 
end users than studies designed and conducted 
by researchers alone.
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Lay (lay person)

The term ‘lay’ means non-professional.  
In research, it refers to the people who are 
neither academic researchers nor health or 
social care professionals.

Lay summary

A lay summary is a brief summary of a research 
project or a research proposal that has been 
written for members of the public rather than 
researchers or professionals. It should be written 
in plain English, avoid the use of jargon and 
explain any technical terms that were necessary 
to be included.

Letter of Intent (LoI)

A letter of intent is sometimes requested by a 
funder to show that a full grant application will 
follow. Sometimes a letter of intent must go 
through a review process before the research team 
is allowed to proceed with a full grant submission.

Letter of Support 
(LoS)

A letter written by a community organization, a 
governmental department, or other partner to show 
that they believe a proposed research project is 
important and that they will help the research project 
take place. Letters of Support are often required to 
be submitted with grant applications.

Mentor

A mentor is a person willing to share their 
experience, knowledge and wisdom to help, 
guide and support someone who is less 
experienced. Mentors act as friends, teachers 
and advisors. 

Methodology

The term methodology describes how research 
is done. It describes where the research is taking 
place, who the participants are, how information is 
collected and analyzed as well as why a particular 
method has been chosen.
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Term Definition

Outcome measures

Outcome measures are measurements of the 
effects of a treatment or service. They might 
include physical measurements – for example 
measuring blood pressure, or psychological 
measurements – for example measuring 
people’s sense of well-being. If someone takes 
part in research, they may be asked questions, 
or may be asked to have extra tests to assess 
how well the treatment or service has worked.

Participant

A participant is someone who takes part 
in a research project. Sometimes research 
participants are referred to as research ‘subjects’ 
but this term is less commonly used.

Participatory 
research

In this type of research, researchers and people 
who are service users or caregivers are partners 
in a research project. The research addresses an 
issue of importance to service users or caregivers, 
who are involved in the design and conduct of 
the research and the way the findings are made 
available. The aim of the research is to improve 
people’s lives. This isn’t a research method – it’s an 
approach to research, a philosophy.

Patient

An overarching term that includes individuals 
with personal experience of a health issue or 
health service use and caregivers, including 
family and friends.

Patient Engagement 

Patient engagement means Patient Partners, 
family members, caregivers, researchers, 
and healthcare professionals work together 
collaboratively to improve healthcare. It means 
that meaningful relationships are built with 
Patient Partners and that they are given a bigger 
voice in what research is done, how it is done, 
and how it is shared.
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Patient Partner

A person with lived experience of the 
healthcare system, either directly as a patient 
or indirectly as a caregiver. Patient Partners 
actively participate as a member of a health 
research team. Other terms may be used to refer 
to someone in this role, such as lived experience 
partner, patient-family advisor (PFA), or patient 
representative. Most SPOR networks and 
SUPPORT Units use the term “Patient Partner.”

Patient-Oriented 
Research  

(POR)

Refers to a continuum of research that engages 
patients as partners, focuses on patient-
identified priorities with the goal of improving 
patient experiences, health outcomes and 
the health system. This research, conducted 
by multidisciplinary teams in partnership 
with relevant stakeholders, aims to apply the 
knowledge generated to improve healthcare 
systems and practices.

Patient Reported 
Experience Measures 

(PREM)

Self-report questionnaires completed by 
patients that capture their perception of their 
personal experience with the healthcare or 
service they received. These surveys should 
focus on the aspects of care that matter to the 
patient. PREMs allow patients to provide direct 
feedback on their care to drive improvement in 
services. Some examples include: “Rate your 
satisfaction with a specific service,” or “Did you 
receive adequate information about how to 
manage your condition?”

Patient Reported 
Outcome Measures 

(PROM)

Self-report questionnaires completed by 
patients that seek to capture their perceptions 
of their health status and health-related quality 
of life. This may include questions about pain, 
mobility and ability to perform daily tasks. 
This information is often collected at several 
points in time during care, for example pre- and 
post-surgery. This patient centric approach 
complements traditional data measures to help 
improve quality of care.
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Term Definition

Peer review

Peer reviewing is where a research proposal is 
read and commented on by people with similar 
interests and expertise to those who wrote the 
proposal or report. Peer reviewers might be 
members of the public, researchers, or other 
professionals. Peer review helps to check the 
quality of a research proposal. Members of the 
public who act as peer reviewers may choose to 
comment on:

•  whether the research addresses an important 
and relevant question

• the methods used by researchers

• the quality of public involvement in the research.

Persons with lived 
experience

The term ‘persons with lived experience’ refers 
to patients and caregivers who are experts 
through their experience of illness or disability 
and/or use of health services.

Personal Health 
Information (PHI)

Identifying details about a person or their medical 
or health history.

Perspective / Patient 
or user perspective

A patient or user perspective is often what 
people with experience of using health or social 
services are asked to bring when they get 
involved in research. They are asked to provide 
ideas, comments and suggestions based on the 
unique insight they have from their knowledge 
and experience of life with a health condition. 
They cannot be representative of everyone who 
uses a particular service, but they can offer their 
own perspective, and often that of other people.
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Placebo

A placebo is a fake or dummy treatment that is 
designed to be harmless and to have no effect. 
It allows researchers to test for the ‘placebo 
effect’. The placebo effect is a psychological 
response where people feel better because they 
have received a treatment, and not because the 
treatment has a specific effect on their condition. 
By comparing people’s responses to the placebo 
and to the treatment being tested, researchers can 
tell whether the treatment is having any real benefit.

Predatory journals

Predatory journals are publications that act 
like peer-reviewed journals, but that operate 
with self-interest in mind; they do not adhere 
to publication best practices. They are 
characterized by false or misleading information, 
deviation from best editorial and publication 
practices, a lack of transparency, and/or the use 
of aggressive and indiscriminate solicitation 
practices. 

Principal Investigator 
(PI)

The Principal Investigator is the term given 
to the research who is leading the study. 
Sometimes there are smaller study teams 
within a larger study, such as in a study that 
takes place in multiple provinces. In this case, 
the person in charge of the smaller study team 
would be called the Principal Investigator and 
the person leading the overall study would 
be referred to as the Nominated Principal 
Investigator (NPI).  
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Term Definition

Protocol

A protocol is the plan for a piece of research.  
It usually includes information about:

•    what question the research is asking and its 
importance/relevance

•    the background and context of the research, 
including what other research has been  
done before

•  how many people will be involved
•  who can take part
•  the research method
•    what will happen to the results and how they 

will be publicized.

A protocol describes in great detail what the 
researchers will do during the research. Usually, 
it cannot be changed without going back to a 
Research Ethics Board for approval.

Public health 
research

Public health is concerned with promoting good 
health, preventing disease and preventing 
injuries, rather than treating illnesses. It covers 
topics like the control of infectious diseases, 
vaccinations, and helping people to adopt 
healthy lifestyles. Public health research involves 
finding out new knowledge (or testing out 
existing ideas) to do with public health – so it 
might address questions about::

•  the best ways to help people stop smoking
•  how COVID-19 spreads.

Qualitative research

Qualitative research is used to explore and 
understand people’s beliefs, experiences, attitudes 
or behaviours. It asks questions about how and 
why. Qualitative research might ask questions 
about why people want to stop smoking. It won’t 
ask how many people have tried to stop smoking. 
It collects data in the form of words, video, or 
pictures and is usually done by focus groups and 
interviews (telephone and face-to-face interviews).
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Quality improvement 
(QI)

Quality improvement is similar to research in that it 
often collects data to help solve a problem or issue. 
However it is different from research in that it does 
not require careful review by a Research Ethics 
Board, is often focused on one or a few sites, and 
is not meant to inform larger conversations about 
the topic. Quality improvement is very common in 
healthcare settings

Quantitative research

In quantitative research, researchers collect data 
in the form of numbers. They measure things or 
count things. Quantitative research might ask a 
question like how many people visit their family 
doctor or nurse each year, or what proportion of 
children have had an MMR vaccine, how satisfied 
an individual is with a service they have received, 
or whether a new drug lowers blood pressure 
more than the drugs that are usually used.

Quantitative researchers use methods like 
surveys and clinical trials or analyze information 
collected as part of the census or administrative 
health databases.

Questionnaire

A questionnaire is a prepared set of written 
questions used to obtain information from research 
participants. Questionnaires can be completed on 
paper, using a computer or with an interviewer.

Randomized 
controlled trial (RCT)

A controlled trial compares two groups of 
people: an experimental group who receive the 
new treatment and a control group, who receive 
the usual treatment or a placebo. The control 
group allows the researchers to see whether 
the treatment being tested is any more or less 
effective than the usual or standard treatment.

In a randomized controlled trial, the decision 
about which group a person joins is random 
(i.e. based on chance); a decision made by a 
computer, not the researcher or the participant. 
Randomization ensures that the two groups are 
as similar as possible, except for the treatment 
they receive. This is important because it means 
that the researcher can be better assured that 
any differences between the groups are only 
due to the treatment.
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Term Definition

Representative 

As a representative, you speak on behalf of a 
larger group of people. If you’ve been asked to 
get involved in research as a representative of a 
particular group, you may want to think about how 
you can be confident that you are representing 
a wider range of people’s views, rather than just 
offering your own perspective.

Research

The term research means different things 
to different people, but it is mostly about 
gathering information and finding out new 
knowledge that could lead to changes to 
treatments, policies or care.

Research Ethics 
Board (REB)

The job of a research ethics board is to make 
sure that research carried out respects the 
dignity, rights, safety and well-being of the 
people who take part. They exist in many 
institutions such as universities and hospitals 
across the country. Research Ethics Board 
approval is needed for most health and social 
care research. Research ethics board members 
include researchers and healthcare professionals 
as well as members of the public.

Researcher

Researchers are the people who do the 
research. They may do research for a living, 
and be based in a university, hospital or 
other institution, and/or they may be a 
patient, caregiver or other stakeholder such 
as a knowledge user, healthcare provider or 
decision / policy maker.
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Research grant

Research grants or funding grants (often just 
called ‘grants’) are given out by funding agencies 
to researchers so they can carry out a research 
project. Grants might amount to millions of 
dollars for a major study about genetics, for 
example, or a few hundred or thousand dollars 
for a local study about people’s experience of 
using a particular service. Usually, in order to 
get research grants, researchers have to write 
a research proposal and receive a very positive 
peer review to be successful. 

Research methods or 
techniques

Research methods are the ways researchers 
collect and analyze information. Methods 
can include interviews, questionnaires (or 
surveys), diaries, clinical trials, experiments, 
analyzing documents or statistics, and 
watching people’s behaviour.

Research network

Research networks bring together people 
who have an interest in research about a 
particular condition or group of people. 
Networks encourage researchers to work 
together and improve the quality of research. 
They may be national or local.

Research proposal

A research proposal is a document that 
research teams write to say what research 
project they want to do, why they want to 
do it, and how it will be done. Proposals 
often include the protocol, which is the plan 
for how the research will be carried out. 
Research proposals are often submitted to 
funding agencies and these agencies use the 
proposals to decide who will receive money 
to carry out the research project.
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Term Definition

Sex (Biological)

Sex refers to a set of biological features in 
humans and animals, including chromosomes, 
gene expression, hormone levels and function, 
and reproductive/sexual anatomy. Sex is often 
categorized as female or male but there is 
variation in these features. Biological sex is 
distinct and is explored differently than socially-
constructed gender.

Social, Cultural, 
Environmental, and 
Population Health 

Research

This research works to make the health of 
groups of people in Canada better. It helps us 
understand how social, cultural, environmental, 
work-related, and economic factors affect 
people’s health. It also involves the evaluation 
of certain health interventions on people, for 
example, the effect of tobacco control programs

Social Determinants 
of Health (SDOH)

The conditions in which people are born, grow, 
and age that shape their health. These can include 
the environment, the economy, features of the 
community, and more.

Stakeholder 
(sometimes also 
referred to as a 

knowledge user or 
end-user)

A person, group of people, or organization who 
may be interested in research and the findings 
that research projects can reveal. Common 
stakeholder groups include:

•  Patients and citizens – the people who        
use (heathcare) services

• Caregivers
•  Organizations representing consumers/

patients’ interests
• Clinicians or healthcare providers
•  Healthcare systems managers or  

decision makers
• Government policymakers 
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Strategy for Patient 
Oriented Research 

(SPOR)

SPOR is a strategy that was created by CIHR
for Canadian research. The framework includes 
a collaboration of SUPPORT Units (Such as the 
Maritime SPOR Support Unit, or ‘MSSU’) and 
research networks (Such as the Primary and 
Integrated Healthcare Innovations Networks 
or ‘PIHCI Networks’) across the country. SPOR 
encourages research teams to give patients a 
bigger say in what topics are researched,  
and to involve them as participants in  
research teams.

Statistics and 
statistical analysis

Statistics are a set of numbers (quantitative 
data) obtained through research. For example, 
the average age of a group of people or the 
number of people using a service. Statistical 
analysis uses a set of mathematical rules 
to analyze quantitative data. It can help 
researchers decide what data means. For 
example, statistical analysis can assess whether 
any difference seen between two groups of 
people (e.g. between the groups of people in a 
clinical trial) is likely to be a reliable finding or 
simply due to chance.

Survey

A survey provides a series of questions where 
the answers can be recorded as numerical 
answers on a scale. Results are combined for 
each question, and percentages of responses 
can be calculated.

Systematic review

A systematic review is a process where 
researchers collect all of the evidence about 
a certain topic to examine the quality of the 
evidence and see if the different studies 
agree with one another about the question 
being asked. Relying on only one study may 
only give a small piece of the bigger picture, 
so combining the results from a number of 
trials may give a clearer idea about what the 
evidence is telling us.
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Term Definition

Terms of Reference

A terms of reference document describes the way 
a group is set up, how they will work together, 
and what their responsibilities are. Many, but not 
all, groups may have terms of reference, such as 
research teams or advisory groups.

Traditional 
Knowledge

Traditional knowledge generally refers to ways of 
knowing, skills, or practices within a community 
or culture that are passed from generation to 
generation. In a research context, traditional 
knowledge often refers to the ways of knowing 
of Indigenous peoples. 

Tri-Council Policy 
Statement (TCPS)

A joint policy of Canada’s three federal research 
agencies that contains Guiding Ethical Principals 
indicating that research should respect free and 
informed consent, vulnerable persons, privacy 
and confidentiality, justice and inclusiveness. 
All health research conducted in Canada must 
follow the TCPS

Two-Eyed Seeing

A principle developed by Mi’kmaw Elder Albert 
Marshall to describe how research should be 
done in partnership between Indigenous and 
Western ways of knowing. Two-eyed seeing 
means “to see from one eye with the strengths of 
Indigenous ways of knowing, and to see from the 
other eye with the strengths of Western ways of 
knowing, and to use both of these eyes together.”

Variable

A variable is a factor that can be controlled, 
changed or measured in an experiment or 
research question. An independent variable, 
is the factor or condition that is known, for 
example whether or not a treatment is provided. 
The dependent variable (also called an 
outcome) is what you are measuring to see if 
it changes when you change the independent 
variable. As an example, a study might explore 
the relationship between a patient’s gender 
(independent variable) and their satisfaction with 
a program or service (dependent variable).
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Common abbreviations used in healthcare research in Nova Scotia

BRIC NS
Building Research for Integrated Primary Healthcare in 
Nova Scotia

CCV Canadian Common CV

CIHI Canadian Institute for Health Information

CIHR Canadian Institutes of Health Research

Co-I Co-investigator

CoP Community of Practice

CV Curriculum Vitae

DHW Department of Health and Wellness (in Nova Scotia)

HDNS Health Data Nova Scotia

Lol Letter of Intent

LoS Letter of Support

NPI Nominated Principal Investigator

NSH, NSHA Nova Scotia Health (Authority)

PFA Patient Family Advisor
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Common abbreviations used in healthcare research in Nova Scotia

PHI Personal Health Information

PI Principal Investigator

PIHCI Primary and Integrated Healthcare Innovations Network

PREM Patient Reported Experience Measure

PROM Patient Reported Outcome Measure

QI Quality Improvement

RCT Randomized Controlled Trial

REB Research Ethics Board

RNS Research Nova Scotia

SDOH Social Determinants of Health

SPOR Strategy for Patient Oriented Research

TCPS Tri-Council Policy Statement

ToR Terms of Reference

MSSU Maritime SPOR SUPPORT Unit


