
 

 

 

 

 

 

 

 

 

 

Patient Decision Aid 
A Guide to using a Patient 
Decision Aid 

 

 

 

 

 

 

 

 

 Trusted evidence. 
Informed decisions. 
Better health. 
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What is a Patient Decision Aid? 

The NHS says you should be able to make decisions about 
your own treatment, with support from your doctor. This 
is called shared decision making. Shared decision 
making brings together: 

 Your doctor’s expertise: including knowledge of 
the treatment options and information about the 
evidence, risks and benefits. 

 What you know best: your own preferences, 
personal circumstances, goals, values and beliefs.  

A Patient Decision Aid is a summary that helps you to talk with your doctor about your 
healthcare. Together, you can make a decision about your treatment.  

Who makes the Patient Decision Aids? 

The Cochrane Mental Health and Neuroscience group and Epilepsy Action work 
together to make the decision aids.  

Who are Cochrane Epilepsy group?  

The Cochrane group produces systematic reviews that summarise all 
the evidence on a specific topic, for example, a treatment for people 
with epilepsy. Their findings are then used to help guide important 
decisions on health issues.  

Who are Epilepsy Action? 

Epilepsy Action are a UK based charity made up of a 
community of people. They are committed to improving 
the lives of everyone affected by epilepsy. They give 
advice, improve healthcare, fund research and campaign 
for change. 
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Where does the evidence for the Patient Decision Aid come from? 

The Cochrane group complete a systematic review that gathers all of the available data 
from randomised controlled trials for an epilepsy medicine and summarises it in a 
standardised way.   

What is a randomised controlled trial? 

A randomised controlled trial is a type of research study. 

In a randomised controlled trial, people with similar qualities are 
randomly put into 2 or more groups to test a specific medicine or 

treatment. 

 

 

 

The researchers then follow up the people to see what outcomes they experience. They 
look at whether there were any differences in response between the groups. 
 

From this, the researchers can estimate how effective and tolerable the medicine or 
treatment is. 

One group (the experimental 
group) are given the medicine or 

treatment being tested. 

The other group (the control group) 
are given a dummy medicine or 

treatment, called a placebo. 
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What do you do with the data from randomised controlled trials? 

We use the data to calculate how likely a person is to experience a certain outcome. The 
outcome could be a benefit (for example, a reduction in seizure frequency) or a risk (for 
example, an unwanted side effect, such as drowsiness). 

In the Patient Decision Aid, we have describe the likelihood of a person experiencing an 
outcome in two ways: as an absolute risk and as a relative risk.  

What is absolute risk? 

The absolute risk tells us how many people are expected to experience an outcome when 
a certain number of people take a medicine. 

What is relative risk? 

The relative risk tells us how likely a person is to experience an outcome if they take the 
medicine, compared to how likely a person taking a placebo is. 
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Below is an example of how we have shown absolute risk and relative risk in the Patient 
Decision Aids: 

Seizure freedom 

For every 100 people who took 
medicine X with their usual epilepsy 

medicine, 10 experienced seizure 
freedom and 90 did not. 

In comparison, for every 100 people 
who took a placebo with their usual 

epilepsy medicine, 5 experienced 
seizure freedom and 95 did not 

  

 

 
 

 
 

 

 
These numbers show that people taking medicine X were twice as likely to 

experience seizure freedom compared to people taking a placebo. 
 

The blue figures show the number of people who are expected to experience the 
outcome. The grey figures show the number of people who are not expected to 
experience the outcome.  

The absolute risk 
In this example, the absolute risk shows that 10 out of 100 people given medicine ‘X’ are 
expected to achieve seizure freedom. Meanwhile, only 5 out of 100 people given a placebo 
would be expected to achieve seizure freedom. 

The relative risk 
When we compare the number of people who are expected to achieve seizure freedom 
between two groups, we can calculate the relative risk.  

In our example, 10 people are expected to achieve seizure freedom when given medicine 
‘X’ and 5 people are expected to achieve seizure freedom when given a placebo.  

This mean that twice as many people who were given medicine ‘X’ achieved seizure 
freedom compared to the number of people who were given a placebo.   

The diagrams and 
the text above show 
the absolute risk for 

both treatments, 
medicine X and 

placebo. 

The text below shows the 
relative risk.  This 

compares the number of 
people who experienced 

the outcome between the 
two groups. 
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Why have I been given both the absolute risk and the relative risk? 

Having both pieces of information means that you can decide whether you think the 
difference between the two treatment groups is big enough to inform your decision. 

Here is an example of when this might be important 

In the example shown below, only two people  achieved seizure freedom when given 
medicine ‘X’ (left) compared to one person when given a placebo (right).  

The relative risk still reports that people who were given medicine ‘X’ were twice as likely 
to achieve seizure freedom as those people who were given a placebo. However, the 
difference between the two treatment groups is much smaller than in the previous 
example. 

 

 

 

 

 

Some people would still consider this to be an important difference, but other people 
might feel that the difference is too small.  

 

 

 

 

 

 

This group (right) are 
the control group who 
were given a placebo. 

This group (left) are the 
experimental group who 
were given medicine ‘X’. 
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Why are the side effects from the systematic review sometimes different 
to those from the Summary of Product Characteristics?  

The side effects presented first in the Patient Decision Aid are taken from the systematic 
review completed by the Cochrane group.  

The side effects in the ‘Is there any more information about side effects available?’ 
section are taken from the Summary of Product Characteristics. This is produced by the 
company who makes the epilepsy medicine. 

There may be some differences in the side effects reported by the systematic review and 
the Summary of Product Characteristics. For example, there may be differences in 
which side effects they report and how many people they predict will experience a 
side effect.  

In the table below, we have given some reasons why there may be differences:  

Side effects taken from the 
Cochrane systematic review  

Side effects taken from the 
Summary of Product Characteristics 

The systematic review collects data 
from studies that only included people 
with epilepsy  

 

The Summary of Product 
Characteristics collects data for all of 
the licensed uses of an epilepsy 
medicine. 

It can include data from people with 
other conditions who have used the 
epilepsy medicine. For example, people 
with chronic pain and mood disorders 
may also take medicines that are used 
for epilepsy. 

The systematic review only includes 
data from people who took part in 
randomised controlled clinical trials 

The company monitors the side effects 
reported by people using the epilepsy 
medicine and regularly updates the 
Summary of Product Characteristics 
with new data. 

This may include new data from people 
who have used an epilepsy medicine as 
part of large safety studies or from 
people who have used an epilepsy 
medicine after it has been approved for 
use. 
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How do we decide how confident we are that the findings are correct? 

We assess how certain we are that the evidence (taken from trials) is correct about the 
effect of a medicine. During this assessment, we ask five questions: 

 Were the trials at risk of bias? Were there any flaws in the design of the trials that 
might have caused the researchers to over- or underestimate the effect of a 
medicine? For example, if the researchers knew which people were taking the 
medicine and not a placebo, they might score their seizure frequency lower.  

 

 Were the results consistent? Did the trials all find similar results? Did trials of 
different sizes find different results? 

 

 Were the results precise? How many people experienced an outcome? If there were 
not enough people, then we might not be able to detect an effect. 

 

 Was the evidence directly linked to what we wanted to know? Did the data 
answer our question? For example, did the trials look at the population of people 
that we are interested in? 

 

 Was there any publication bias? Have all of the trials that have studied the 
medicine been published? Do we suspect that they have not? Why were they not 
published?  For example, were they not published because of negative results? 

From these five questions, we give an overall rating of one of four certainty levels: 

High-certainty evidence 
We have little to no concerns about the evidence. 
We are very confident that the effect that we have reported (e.g. people taking 
medicine ‘X’ were twice as likely to become seizure free as those taking placebo) 
is close to the true effect of the medicine. 

Moderate-certainty evidence 
We have some concerns, possibly minor, about the evidence. 
We are fairly confident that the effect that we have reported is accurate and close 
to the true effect of the medicine. 

Low-certainty evidence 
We have some serious concerns about the evidence. 
We are uncertain whether the effect that we have reported is accurate and close to 
the true effect of the medicine. The true effect might be very different. 

Very low-certainty evidence 
We have serious concerns about the evidence. 
We are very uncertain whether the effect that we have reported is accurate and 
close to the true effect of the medicine. The true effect is likely very different. 
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Where can I get further information? 

Information about shared decision making is available from NHS at: 
www.england.nhs.uk/shared-decision-making/ 

Information about shared decision making is also available from NICE (National Institute 
for Health and Care Excellence) at: 
www.nice.org.uk/about/what-we-do/our-programmes/nice-guidance/nice-
guidelines/shared-decision-making   

Information about Cochrane Epilepsy group is available at: 
www.epilepsy.cochrane.org/welcome  

Information about Epilepsy Action is available at: 
www.epilepsy.org.uk/about   

Information about seizure types is available from Epilepsy Action at: 
www.epilepsy.org.uk/info/seizures-explained  

Information about epilepsy is available from Epilepsy Action at: 
www.epilepsy.org.uk/info  


