
 

 

 

  

Improving your Knowledge 1. 



 

 

 

 

The Research Cycle   

As a member of the RUG  you may be 
involved with projects at different stages of 

the research process:                    

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Identifying and Prioritising 
In some cases, members of the public will 

have been involved in the identification and 
prioritisation of the topics by the funding 

organisation as some research programmes 
encourage individuals or organisations to 

suggest a topic for research 

Commissioning 
Usually a Research Funder or Commissioner 

such as the National Institute for Health 
Research - NIHR, or Arthritis Research UK, 

etc. will put out a funding call asking 
researchers to put together a Grant Proposal 
on predetermined topics in order to bid for 

funding. 

Designing and Managing 

You may be asked to help with the original 
grant application, by commenting on how 
important and relevant you feel that this 

topic is to patients, or how practical you think 
the recruitment process is going to be – are 
they likely to recruit the needed number of 

participants to the trial 

 

 

Undertaking 
You could help in the analysis and 

interpretation of the research data, or findings, 
helping to identify themes that the researchers 
may have missed. In some universities patients 
are trained to carry out interviews with other 

members of the public or in running focus 
groups – particularly in some minority groups of 

people. 

Disseminating 

Members of the RUG always want to ensure 
that the findings are presented to the 

outside world in order to change clinical 
practice for the better 

Implementing 

Patients are often passionate to ensure that 
action happens as a result of the research 
and may be able to establish relationships 

with key agencies and policy makers 

Evaluating Impact 

Members of the RUG Steering Group and 
the LINK group work with the PPIE team  in 
line with the National Standards for Public 

Involvement, to document and evaluate the 
impact of PPIE within  all of our projects  



 

 

 

Introduction to Research Ethics 

As a patient representative on a research project you will hear researchers 

mention a Research Ethics Committee 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

What is a Research Ethics Committee?  
A Research Ethics Committee (REC) is a group of people appointed to 

review research projects to assess formally if the research being proposed 

is ethical 

Who makes up an Ethics Committee? 

They are made up of members of the public, as well as people with 

specific knowledge that can help the committee understand particular 

aspects of the research proposals, for example doctors and researchers 

Six key principles: 

1.    Research should be designed, reviewed and undertaken in 
a way that ensures honesty, quality and transparency  

 
2.    Anyone taking part in research must normally be informed 

fully about the purpose, methods and intended possible 
uses of the research, what their participation in the 
research entails and what risks, if any, are involved  

 
3.    Care and attention must be paid to the confidentiality of 

information supplied by research participants and their 
right to remain anonymous 

 
4.    Research participants must take part voluntarily, free from 

any coercion and must be reassured that the decision on 
whether or not to take part will in no way affect any 
treatment they may be having in the NHS  

 
5.    Risks, pain or discomfort must always be kept to a 

minimum, and explained clearly to participants.  It must 
always be explained whether there are arrangements for 
compensation in the unlikely event of non-negligent harm 

  
6.    The independence of research must be clear, and any 

conflicts of interest or partiality also must be made clear  

 

WHAT IS ETHICAL 
RESEARCH? 

This means the research 
conforms to recognised 

ethical standards  

These include respecting 
the dignity, rights, safety 

and wellbeing of the 
people who take part 

 

Why are Research Ethics 
Committees needed? 
They aim to protect people who 

take part in research  

The Ethics Committee has to be sure 

that any anticipated risks, burdens 

or intrusions will be minimised for 

the people taking part. They also 

make sure that exposing 

participants to any of these effects 

is justified by the expected benefits 

of the research for the participants, 

and/or for science and society 

 



 

 

 

Introduction to Qualitative Research 

As part of a study team you may be involved in a qualitative research project. 

These can be stand-alone projects or part of a larger programme of research. 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

What is Qualitative Research used for?  

By listening to patient’s narratives or stories researchers can 
explore people’s experiences, understanding and feelings. It 
helps them to understand how patients see their experience of 
illness within different contexts, so helping the researchers to 
understand the experience from a patient’s perspective. 

How do we do Qualitative Research? 

There are many ways to carry out qualitative research 

 Interviews - an interview by a researcher with a patient 

 Focus groups - listening to a group of people discussing a 

health subject led by a researcher 

 Diaries - asking patients to record their experiences in a 

diary 

 Observations -by observing patients in a certain setting 

e.g. hospital clinic, or by videoing this. 

What Happens to the data collected? 

 Interviews are transcribed – listened to, written out and 
saved on to computer files 

 It is all anonymised – names and details are changed so 
that a person cannot be identified 

 Interview transcripts are then read and coded by the 
researchers – this usually means picking out important 
points and grouping them into ‘themes’   

Qualitative Research 

 

Qualitative research is used to 
explore and understand 
people’s beliefs, experiences, 
attitudes or behaviours. 
 
Qualitative research might ask 
questions about why people 
with a musculoskeletal condition 
want to lose weight. It won’t ask 
how many people have tried to 
lose weight. 
 

So it does not collect data in the 
form of numbers. 
 

Rather it asks questions about 
how and why. 

 



 

 

 

Introduction to Quantitative Research 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Quantitative Research 

Quantitative research collects 
data in the form of numbers. 

Quantitative research might ask 
questions about how many 
people with a musculoskeletal 
condition have lost weight and 
over what time period? 

The results of questionnaires 
sent out to a large population of 
people in Cohort Studies, can 
generate a large amount of 
information to be analysed 
statistically  

What is Quantitative Research?  

It is a way of collecting information, statistically 
analysing and presenting it in the form of numbers. 

What types of study use Quantitative 
Research?  

 Epidemiological surveys, e.g. cohort studies  

 Clinical trials  

 Systematic reviews of the scientific literature  

How do we do Quantitative Research? 

In epidemiological surveys and clinical trials, 
questionnaires are sent out asking people for 
information on different things that the researchers 
want to investigate - including the outcome 
measures. 

When designing a study, the research team will have 
agreed on the most important things they want to 
investigate - the Primary Outcome Measure. This 
could be: 

 patients’ level of disability, asked using validated 
disability questions, agreed internationally to 
measure people’s level of disability, or 

 patients’ level of pain, asked using a validated 
pain scoring tool (0 – 100) – a set of questions 
agreed internationally to measure peoples’ level 
of pain. 

The team will also have a list of other Secondary 
Outcome Measures to investigate: 

 Patients’ Ability to Return to Work,  

 Ability to Self-Manage their Condition and 
Levels of  

 Satisfaction with their Care. 

GLOSSARY 

Epidemiology: 

Systematically, observing, 
recording and analysing 

facts about health within 
the population 

GLOSSARY 

Clinical Trial: 

Research studies that 
compare a new or 

different treatment with 
usual treatment 



 

 

Cohort Study 

When a survey is repeated 
on the same group of people, 
it may be called a ‘cohort 
study’. 

Construct -   e.g. the idea of 
how people cope with pain. 
This is something not 
directly visible or directly 
measurable but something 
about which we can get a 
good picture by asking a 
variety of relevant questions 

 

 Construct Validity 
Validity – the extent to 
which a questionnaire is able 
to measure a ‘construct’ 

 

 

Introduction to Epidemiology 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Clinical Trials 
 

You may hear researchers use the terms: ‘epidemiological 

surveys’, ‘constructs’ and ‘validated questionnaires’ 

What is Epidemiology?  

This is the study of the patterns and causes of health and 
disease in the population 

What is a Survey? 

This is a questionnaire filled in by a particular group of 
the public which will be used to collect information about 
that population sample (group) at a certain point in time.  

This may be repeated at different points in time after 
baseline (the first point in time) e.g. 6 months, 12 
months, 5 years, 10 or 20 years etc. 

What does an Epidemiological Survey do? 

It is used to estimate the health of a population over an 
agreed amount of time to learn  

 how common a health problem is  

 who is more likely to get the disease 

When the survey is then repeated to become a cohort 
study, then the follow up data obtained from the 
questionnaires can be used to learn  

 who is likely to get better  

 who might have long lasting symptoms 

This can help us to 

 describe who has the disease we are looking at 

 predict who is more likely to get the disease 

 predict who is most likely to recover and who is 
not 



 

 

 

 

Introduction to Clinical Trials 
 

 

 

 

 

 

                                    

 

 

Why Are Systematic Reviews So Importan  
 

 

 

 

Introduction to Systematic Reviews  

Why are Clinical Trials Important? 
Clinical trials are the best way to compare different approaches to preventing and treating 
illness and health problems. 

Health professionals and patients need the evidence from trials to know which treatments 
work best 

Many treatments that are now in common use in health care were tested in clinical trials.      

What are Clinical Trials? 

Clinical trials are research studies involving people, which 
test and compare medical treatments. We need to know: 

 Does a treatment work 

 Does it work better than other treatments? 

 Does it have any side effects? 

Clinical trials are designed to answer these questions and 
so improve the health and quality of life for Patients 

healthtalkonline.org - experiences of clinical trials 

How are Clinical Trials set up? 
 A wide variety of people, including doctors, 

researchers, statisticians and other healthcare 

professionals as well as patients make up a 

research team who work together to decide what 

questions need to be answered 

 First of all, they look carefully at published evidence 

so what is already known – this may include doing a 

literature or a systematic review  

 They then work together to design the trial. This 

design forms the trial protocol 

GLOSSARY 

Systematic Review: 
Used to bring the results 

of a number of similar 
trials together to get a 
clearer picture of the 

quality of the evidence 
available 

 

Our research partner brings 
a different point of view to 
our meetings. We can get 
caught up with the design 
and running of the trial so 
it’s useful to have a report 
back on how our decisions 

on the running of a trial 
will impact on the patients 

 



 

 

What are Systematic Reviews 

A Systematic Review is a review of all the 
published and unpublished research (for 
example clinical trials) on a particular topic, 
which has been systematically 

 identified, 

 evaluated 

 summarised taking the evaluation 
into account. 

The systematic review summarises all the 
literature to answer a research question. 

They use a systematic search for research 
studies and strict, clear-cut procedures. 

So how can a patient be involved in a 

systematic review? 

As a patient you have the expertise of living 

with your condition 24/7 something that 

none of the rest of the team have. 

You can bring the patient view to the 

project, so when the team is setting priorities 

for reviews to be carried out, what do you 

think would be the patient priorities? 

You can help refine the research question 

being asked by discussing what question 

would be of more relevance to patient’s 

suffering from the condition. 

 

 

 

 

 

 

 

 

 

 

 

  

 

  

 

 

 

 

 

 

 

CLINICAL TRIALS 

The results of clinical trials are 
published in leading medical and 
research journals so that others can 
use the information to help them 
make decisions about treatment and 
healthcare 

 

INFORMATION 
OVERLOAD 

To keep up to date it is 
estimated that health 
professionals (doctors, 

nurses, etc.) would need 
to read 17 journal articles 

every day! 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


