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The purpose of this notebook is to alert you to some of the issues involved in being
a consumer interested in healthcare research, the evidence base for interventions
used in health care and how information from clinical studies is assessed and
collated. The materials presented have been prepared with consumers in mind
who wish to be involved in the development and implementation of evidence
prepared by Cochrane.

As such, it provides a pathway to participating in providing a consumer
perspective to systematic reviews of best evidence.
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MEDICAL RESEARCH

What is medical research?

You can think of research as any organised activity undertaken to increase knowledge, that
is, determine facts or ‘truth’ about a subject. In health care, research involves setting a
question or hypothesis that may enable the systematic investigation of how the body
functions normally, in an altered or disease state or that addresses possible ways of
approaching treatment and determining its effectiveness. The ultimate outcome is
increased knowledge, an improved understanding of health and the provision of good
health care.

How does medical research affect you?

This will very much depend on:

your own health or that of others close to you;

life experiences and what you consider to be important in life;
what you believe about health and expectations you may have;
how self sufficient you are;

the levels of support you have around you;

how much ‘control’ you have over your life;

costs and commitments or burdens you live with;

the culture around you;

where and how you live (setting and social influences);

the level of knowledge and understanding you have gained.

The terminology used - what we call ourselves as receivers or users of health care

This is often influenced by the agenda of the person or organization using the term.
For example, the term patient can carry overtones of sickness and dependency - a person
who is beingtreated by a doctoror healthcare provider and needs some action.

Others use the term consumer, which implies economic rights such as user
satisfaction, quality service and value for money.

Disease is an abnormal, unhealthy condition or sickness whereas illness may be considered
as the subjective experience of the individual when unwell. This is where the consumer
can give an expert witness view, their own perspective.

Ethics - are about individual rights, a sense of community responsibility, social
justice andaccountability

Ethics entail formal or professional rules of right and wrong, moral conduct, duty
and judgments that guide our behaviour. They are not static and actually change as
societies build on knowledge and understanding, individuals take greater or differing
responsibilities and societal values change. It can be considered both prudent and
ethical for a consumer to understand the possible benefits and harms of healthcare
systems, a healthcare research project or an intervention that involves them working
toward lifestyles that promote health and shared responsibilitiesin health care.



For governments, the growing demand and escalating costs for health care are of concern -
demand managementis largely focused on controlling access to services by either limiting
availability of services (eg number of magnetic resonance imaging [MRI] scanners, a
system of surgical waiting lists), cost disincentives (including co-payments) and limiting
access to payment subsidies through clinical rules (in the case of Bone Mineral
Densitometry, radiographs for sprained ankles, drugs such as etanercept [disease-
modifying antirheumatic drugs]in rheumatoid arthritis).

Is all medical research useful - how can we tell?

Medical research is expensive and needs to be well planned to give meaningful results.
The way a healthcare study is done can affect or determine the results of that study.

Key points - for studies determining the effectiveness of healthcare interventions

The main thing is to look at research critically - AND to be as critical of the things
you believe in as those you do not

Everyone has expectations or prejudices (biases) that affect what we see, do
and believe

Even well-intentioned, logical interventions may not always work - treatments do
not work effectively in everyone! Some people may experience unwelcome or
dangerous side effects (harms) from particular treatments; an example is
allergies to some antibiotics

What do you personally understand about ‘bias’?
By bias we mean any factor, recognized or not, that distorts the findings of a study.

If you genuinely want to know the effects of an intervention you need to study it in
a way that minimizes biases from everyone concerned and the effects of
chance. Because two things happen at the same time it does not necessarily
mean that one causes the other or that they will always occur together.

Bias is a systematic ‘error’ or mistake in the judgments and decisions made
that influence the results of a study or a review Bias differs from a ‘placebo effect’,
which is where participants of a study (or assessors of the outcomes) perceive a
beneficial effect, or harm, with aninactive treatment.

This means dividing people into groups that are similar in every way possible and
giving different interventions to the different groups while in every other way treating
them the same, and following everyone who started the study. The influences of
expectations are minimized by making sure people do not know which group a person is
to be allocated to (by randomization) and for assessing outcomes (blinding).

Integrity of researchisimportant

The highest quality clinical studies are termed randomized controlled trials (RCTs) as
they minimize bias. Such studies consider outcome measures that can be expressed
numerically (quantified).

Study results can still be influenced by:

- dosesorlevelsofintervention and comparative treatment chosen;



- criteriaset for being a participant of a study and in what environmental setting;
- thetime course of the study and outcomes measured;

- how well controlled and carefully carried out the studies are;

- howthedatais collected and analysed;

- sources of funding.

Descriptive or qualitative information is potentially valuable in supporting the results of
well- controlled quantitative studies. Qualitative measures include ‘quality of life’ and
lifestyle changes, obtained from detailed questionnaires. Qualitative studies may also
use narrative interviews where participants are asked to talk about their experiences. The
interviews centre around sets of semi-structured questions and prompts that explore
particular issues that informationisneeded about.

What are our own expectations about research?

What does the consumer (patient or receiver of health care, carer and parent) want
from research - and what are you ready to hear? The media is very ready to announce
‘breakthroughs’ in research but more often than not these statements do not hold up over
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