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You are invited to take part in this online survey because you are a health professional that
cares for adults with rheumatoid arthritis. However, before you decide whether or not you wish
to participate, we need to be sure that you understand

why we are doing this survey, and
what it would involve if you agreed.

We are therefore providing you with the following information sheet. Please take the time to
read it carefully and be sure to ask any questions you have. The researchers conducting the
research will be happy to discuss it with you and answer any questions that you may have.
You are also free to discuss it with others if you wish (i.e. colleagues).

What is the purpose of the study?

The Australian Rheumatology Association in collaboration with Arthritis Australia is developing
a quality standard to improve the quality of care for people with rheumatoid arthritis (RA) in
Australia. A quality standard is a document that sets out the standard of care that all people
with RA should receive. It does not cover every aspect of care, rather it focusses on specific
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areas of care where increased investment in resources can be predicted to lead to the greatest
improvements in patient outcomes. The quality standard consists of a small number of concise
statements that describe the care patients should be offered by health professionals and health
services, in line with current best evidence. Each statement is accompanied by one or more
quality measures, which provide criteria for assessing, measuring, and monitoring the quality
of care as specified in the statement.

Why have | been approached for the study?

Health professionals that care for people with RA will be invited to participate in the study.

Do | have to take part?

This is a research project and you do not have to be involved. If you do not wish to participate,
your employment will not be affected in any way. Also, you may withdraw from the project at
any time after you have commenced.

What will | be asked to do if | take part?

Over the past 6 months, the ARA has been working with a group of health professionals and
people with RA to develop the quality standard. The group prioritised specific areas of care
that should be targeted for quality improvement efforts. Once the priority areas were decided,
the group formulated 13 quality statements that describe the standard of care that people with
rheumatoid arthritis can expect to be offered or receive. In addition, the group established 7
guiding principles that apply to the care of all people living with rheumatoid arthritis at all times.

If you agree to take part in this study, you will be asked to participate in an online survey where
you will be asked to review each quality statement and indicate on a scale of 1 to 9:

1. If You agree that the area of care described in each quality statement is a priority area
for quality improvement

2. If you agree with the content and wording of each quality statement

A rationale and supporting explanation is provided for each of the 12 quality statements. This
includes, where available, the clinical practice guidelines upon which the statement is based,
and also explains how the statement aligns with or differs from international quality criteria for
rheumatoid arthritis for your reference. You will also have the opportunity to offer written
comments if you wish to do so.

To help us understand the context of your response to each statement, we will also ask you to
complete a few questions about yourself. The survey will take approximately 20 to 30 minutes
to complete. You do not need to complete the survey all at once, you can save your responses
and come back to the survey at another time.
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Once the quality statements are finalised the group will formulate a set of quality measures
that may be used to assess and monitor the quality of care for people with rheumatoid arthritis,
to ensure it meets the standard of care described in each statement.

There are no costs associated with participating in this research project, nor will you be paid.
If you don’t wish to take part, you don’t have to. You can withdraw from the study at any time.
If you choose to withdraw your relationship with the Australian Rheumatology Association,
Arthritis Australia or the researchers will not be affected

What are the possible benefits of taking part?

In countries with advanced health care systems, such as the UK, Canada, US and member
nations of the EU, government organisations and professional societies have developed quality
standards to help monitor the quality of care and to identify deficiencies or gaps in the care
provided.

In Australia, there are currently no available quality standards by which to assess the quality
of care for people with RA. The quality statements in this survey will be used by the researchers
to formulate measurable indicators that can then be used to assess the care as specified in
each statement and make improvements if necessary. Thus, the quality standard generated
as an outcome of this study will provide an invaluable tool to improve the quality of care for
people with RA.

The quality standard will also be used to inform the development of a consumer-focused care

guide which will help people with RA to better understand the standard of care they should
receive from their health care providers.

What are the possible risks of taking part?

Participation in the study involves completing an online survey and providing feedback about
a number of statements related to the care that people with RA should receive. Participation
in the survey will not affect your relationship with the Australian Rheumatology Association,
Arthritis Australia or the investigators.

What will happen to research information about me?

All information that is collected about you will be de-identified. Please note the following in
relation to the study’s confidentiality and security measures:

I.  Form of stored data: De-identified information will be stored electronically in Microsoft
Office Excel spreadsheets

II. Location of storage: Research information collected about you will be stored on a
secure server owned by the Australian Rheumatology Association.

lll.  Who has access: All study investigators will have access to de-identified information
collected from you. The study investigator directly responsible for processing the
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information collected from the survey, Kathryn Dyer, will have access to identifiable
information about you, however, this information will be treated as strictly confidential.

IV. Howitis secured: Research information collected about you will be stored in password
protected files on the Australian Rheumatology Association secure server.

V. Duration of storage: 5 years from the time the study results are published.

VI. Method of destruction: Files in which research information is stored will be
permanently deleted from the Australian Rheumatology Association secure server 5
years after publication of the study results.

Study results will be disseminated via publication in an academic journal. In addition, results
will be published on the Australian Rheumatology Association website, and the websites of
other stakeholder organisations, if appropriate. No participants will be identified through
publication of study results.

In accordance with relevant Australian and/or South Australian privacy and other relevant laws,
you have the right to request access to your information collected and stored by the research
team. You also have the right to request that any information with which you disagree be
corrected. Please contact the study team member named at the end of this document if you
would like to access your information

What happens if | withdraw from the research?

Participants are free to withdraw from the study at any time. Participants may elect to allow
researchers to use data that has been collected to date, or may elect to remove their data from
all the analysis.

Withdrawal from the study will not affect your relationship with the Australian Rheumatology
Association, Arthritis Australia or the investigators.

Complaints and contacts (Investigators and Ethics Committee)

If you would like further details about this study or if you have a concern about any aspect of
this study, please contact the relevant person below:

Questions and Information Contact

Name: Maria Sukkar

Position: Project Officer, Australian Rheumatology Association
Telephone: 0403 950 085

E-mail: Maria.sukkar@rheumatology.org.au

Complaints Contact

HREC Name | Central Adelaide Local Health Network Human Research Ethics
Committee (CALHN HREC)

Contact HREC Support Officer
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Telephone: 08 7117 2229
E-mail: Health.CALHNResearchEthics@sa.gov.au

This project will be carried out according to the National Statement on Ethical Conduct in
Human Research (2007) incorporating all updates. This statement has been developed to
protect the interests of people who agree to participate in human research studies.

The study has been approved by the Central Adelaide Local Health Network Human Research
Ethics Committee. If you wish to speak to someone not directly involved in the study about
your rights as a volunteer, or about the conduct of the study, you may also contact the CALHN
HREC Chairperson, on 08 7117 2229.
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