What is the Patients’ Experiences Project?
The Patients’ Experiences Project is for participants in the
45 and Up Study who have been in hospital in NSW at
any time between 1st January 2014 to 30th June 2014. It
aims to describe patients’ experiences in NSW hospitals
and, in more detail, the experiences of patients who had a
healthcare incident during their hospital stay. We want to
know what types of incidents occur, how often and how
they are handled.
We also want to know how the experiences of patients who
had a healthcare incident compare with those who did not.
Therefore we would like you to take part even if you did not
have a healthcare incident.
The project will make recommendations to improve the way
that healthcare incidents are managed.

Who leads the Patients’ Experiences Project?
Professor Merrilyn Walton of the University of Sydney leads
the project with other researchers from the University of
Sydney, Dr Patrick Kelly, Dr Jennifer Smith-Merry and Dr
Reema Harrison, and researchers from the University of
Tasmania, Professor Rick Iedema, and the University of
Melbourne, Professor Elizabeth Manias.

How will the Patients’ Experiences Project
benefit me?
The Project may benefit you indirectly through
recommendations it makes for improving patients’
experiences in hospital and the way the health system
responds to health care incidents patients have.

How can I get more information?
If you would like to know more about the Patients’
Experiences Project or the 45 and Up Study, please visit
the Study’s website: https://www.saxinstitute.org.au/
our-work/45-up-study/for-participants/ or call the 45
and Up Study Infoline on 1300 45 11 45.

Contact details for the 45 and Up Study
and the Patients’ Experiences Project are:
45 and Up Study
Professor Emily Banks
GPO Box 5289
Sydney NSW 2001
Patients’ Experiences Project
Dr Reema Harrison
Room 314 A27 Edward Ford Building
School of Public Health
The University of Sydney 2006
Tel: +61 2 9036 7826
Email: reema.harrison@sydney.edu.au

If you have a concern or complaint about the
conduct of the 45 and Up Study or the Patients’
Experiences Project, you can contact:
45 and Up Study
Ethics Secretariat
The University of NSW
Tel: +61 2 9385 4234
Email: ethics.sec@unsw.edu.au

The Patients’
Experiences Project
Information for Participants

Patients’ Experiences Project
NSW Population and Health Services Research
Ethics Committee
Tel: +61 2 8374 5600
Project reference numbers:
2013/12/496 & HREC/13/CIPHS/66

Professor Merrilyn Walton

School of Public Health, Sydney Medical School,
The University of Sydney, NSW 2006
Tel: +61 2 9351 3678
Email: merrilyn.walton@sydney.edu.au

The Australian National Health and Medical Research
Council funds the Patients’ Experiences Project.

Who is being asked to take part in the
Patients’ Experiences Project?
You joined the 45 and Up Study by completing a
questionnaire about your health and lifestyle in 2006-09. A
random sample of 45 and Up Study participants who were
in hospital in NSW sometime between 1st October 2013
and 31st March 2014 are being asked to take part in the
Patients’ Experiences Project.

Why is this Project important?
Patients attending hospitals in NSW generally feel that their
experiences in hospital are very good. Sometimes, though,
things go wrong. This project aims to find out how often
patients feel that something went wrong, how it affected
them, how the hospital handled it and how it might be
handled better in the future.

What am I asked to do if I agree to take part?
You will be asked to complete a questionnaire about
your experiences in hospital. We will also ask you if you
experienced a “healthcare incident”; an unplanned,
unintended event in the course of your care (that is, you
thought something “went wrong”). If you did, we will ask
you some more questions about what happened and how
the hospital handled it. We want you to take part even if
you did not experience a healthcare incident.
We ask you to give this information by completing a paper
questionnaire and returning it to the 45 and Up Study
coordinating centre in a reply paid envelope. If you did not
experience a healthcare incident, you need only complete
parts 1 and 2 of the questionnaire. If you did experience
a healthcare incident, we will ask you to also answer
questions about the incident in parts 3-5.

How long will this take?
If you did not have a healthcare incident, the questionnaire
will take approximately 5 minutes to complete. If you did
have a healthcare incident, the questionnaire will take
approximately 25 minutes to complete.

How will my information be used?
The 45 and Up Study and the Patients’ Experiences
Project team will keep the information you give secure
and confidential. The Project team will have the
questionnaire you complete and a computer file of data
from it. Neither will have your identifying details on it;
both will be stored very securely. Patients’ Experiences
Project team members will analyse Project data in a very
secure computing environment (SURE - https://www.
sure.org.au/), owned and managed by the Sax Institute,
(the 45 and Up Study’s owner). In SURE they will link
your Project information to the information you have
already given the 45 and Up Study and to information
from your health and other records that you allowed the
45 and Up Study to have access to. These will include
NSW hospital records and may include Medicare and
other records in the future.
These linkages will be made possible by the 45 and Up
Study and the NSW Centre for Health Record Linkage
(http://www.cherel.org.au/) without anyone else
being able to identify you with your health information.
If you would like more information about linkage of your
records call 1300 45 11 45 or go to: https://www.
saxinstitute.org.au/our-work/45-up-study/forparticipants/#frequently-asked-questions.
The 45 and Up Study may give other researchers
access to your information in the future, under the
above conditions. It would only do this for similar health
research that was in the public interest and approved by
a research ethics committee.

How can I be sure my information will be
kept confidential?
The 45 and Up Study and the Patients’ Experiences
Project team are bound by Commonwealth and State
privacy laws and guidelines, including the NSW Health
Records and Information Privacy Act.
The UNSW Research Ethics Committee oversees
the conduct of the 45 and Up Study. The NSW

Population and Health Services Research Ethics
Committee oversees the conduct of the Patients’
Experiences Project.
The Patients’ Experiences Project team will only
take from the SURE environment results of analyses
that cannot identify you. While working in the SURE
environment, team members will not have access to any
part of your identity: name, address or date of birth; nor
will they have any other access to them.

Will anyone else know the results?
Results from the Patients’ Experiences Project will
be published in a report, in scientific journals and at
scientific and health services meetings. They will also
be available on the 45 and Up Study website (https://
www.saxinstitute.org.au/our-work/45-up-study/)
and in the newsletter. All results will be presented in a
form that does not identify any individual participant.

Can I tell other people about the 45 and
Up Study and Patients’ Experiences
Project?
Yes; we would be happy for you to talk about them.
Please note, though, that the 45 and Up Study is no
longer accepting new participants and invitations
to participate in the Patients’ Experiences Project
have been sent only to a sample of 45 and Up Study
participants who have been hospitalised recently.

What if I decide not to take part or to
withdraw?
Participation in the Patients’ Experiences Project is
completely voluntary. If you do not wish to participate,
you need take no further action.
You can also withdraw, at no disadvantage to you, at
any time after submitting your completed questionnaire
by calling the 45 and Up Study Infoline on 1300 45 11
45. You can withdraw from the Patients’ Experiences
Project and still stay in the 45 and Up Study.

