
More information?
This pamphlet has been designed for 
patients and families who might have 
been asked to consider a PaCCSC study. 
It answers some of the frequently asked 
questions about participating in clinical 
research.

If you have any questions, please do not 
hesitate to contact PaCCSC.
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The PaCCSC program of research concentrates
 on these symptoms:
Cognitive, Neurological and Mood Disorders
Are a category of health disorders that primarily affect a person’s 
memory, perception, and problem solving ability. They can be very 
distressing for both patients and their families.

Appetite and Cachexia
A lack or loss of appetite can occur as a result of illness. Because 
food is such an important part of our daily lives, these symptoms 
may be able to be treated with medicines to stimulate eating or 
prevent weight loss.

Chronic Breathlessness
Is an unpleasant sensation of uncomfortable, rapid or difficult 
breathing. These symptoms can be present in people with life 
limiting illness and cause them to feel puffed, short of breath or 
winded. 

Nausea
Is a sensation of unease and discomfort in the upper stomach 
which may or may not lead to vomiting. It can be a debilitating 
symptom with many possible causes.

Gut Dysfunction
Symptoms such as constipation, diarrhoea and bowel obstruction 
can be very common and distressing in people with life limiting 
illness. 

Pain
Is a distressing feeling which can be caused by disease or its 
treatment. There are a variety of medications which can be used 
individually or in combination.

Fatigue
Extreme tiredness is a commonly experienced symptom. It is 
often hard to determine its cause, and its effects often mean 
people are unable to do the everyday things they would like. 
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What is PaCCSC?
PaCCSC is a collaboration of palliative care 
clinicians and researchers from around Australia. 
Together they are testing the effectiveness of a 
variety of interventions used to treat people with life 
limiting illnesses.

What is palliative care?
Palliative care is specialised care and support 
provided to those living with a life limiting illness. 

The goal of palliative care is to improve quality of life 
for patients, their families and caregivers by providing 
care that addresses:

 physical (including treatment of pain and other
symptoms);

 emotional (reducing anxiety);
 social (maintaining roles and relationships within

the family);
 cultural (respecting cultural beliefs); and
 spiritual (meaning of life) needs.

Can I say no?
Yes.  It is entirely up to you whether or not you 
participate in research.

Will it affect the care that I receive?
No.  Palliative care services provide the highest 
level of care available. Whether or not you choose to 
participate in research will not affect your care in any 
way.

Can I change my mind?
If you give your consent to participate in research, 
you can withdraw your consent at any time, without 
having to say why. This will not affect the care you 
receive in any way.

Will my privacy be protected?
Yes.  All personal information is treated in strictest 
confidence. No information that could identify you will 
be used when reporting research findings.

Are there any benefits from 
participating?
Each study is different, we cannot guarantee there 
will be any benefit to you personally from your  
participation.

Aside from any personal medical benefit, many 
people enjoy being able to contribute to medical and 
nursing knowledge that may help others in the future.

What studies can I participate in?
PaCCSC has a range of research studies being 
conducted at any time. People are matched with the 
studies that most suit their needs. Your location may 
also determine whether or not you may be able to 
participate in a study.

What is research?
Research is an organised way of finding answers to 
questions. It follows certain procedures in order to get 
accurate results. These results can then be used to 
improve the way health professionals care for people.

Why do research?
All research conducted by PaCCSC is designed to 
give high quality information to assist in the treatment 
of common symptoms. We need to find better ways of 
providing treatment options and services to patients, 
caregivers and health care professionals. 

Research provides us with information about the best 
possible treatments that are based on the most up-to-
date evidence available. 

The results may help to have certain medicines 
subsidised by the Pharmaceutical Benefits Scheme 
and available to people in the community. This may 
allow more people to have their symptoms treated at 
home.

Is it safe?
All research conducted by PaCCSC is approved by a 
Human Research Ethics Committee (HREC) before 
people are approached to participate. 

The aim of the HREC is to protect people 
participating in research. They do this by ensuring 
that all those who agree to participate are informed of 
the procedures that will take place during the study; 
that the benefits of the research outweigh the risks of 
harm; and that their privacy is maintained. 

In addition, there are very strict guidelines about 
research in palliative care. At all times, the interests 
and well-being of patients and families are put first.
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