- Appendix 1

m Treatment Service Users Project Final Report



What are the key themes that the project will investigate?

Consumer consultation processes and policies;

Consumer participation and input into service planning and delivery;
Consumer feedback mechanisms and complaints processes;
Values and attitudes of service providers;

Consumer rights and responsibilities;

Advocacy and representation;

Peer support and community development.

Standards and accreditation;

Workforce development and training;

Other related issues raised during the consultation phase.

. 8 8 8 8 88

How will the project be conducted?

The preliminary research phase

This phase will consist of an audit and review of existing consumer participation policies at the national,
state/territory and arealregional health service levels. The policy audit will help to determine what formal
policies exist and to inform the development of the consultation tools. A brief literature search will also be
conducted to collect available international and Australian research, consultations, project reports and arti-
cles in relation to the consumer health and advocacy needs of drug treatment service users.

The Consultation Phase
A range of consultation strategies will be employed to identify and examine the consumer health and advo-
cacy needs of treatment service users including:

+ Interviews with a selected sample of drug treatment services in WA, VIC and NSW

+ Interviews with a sample of service users from the selected treatment services

+ NMational Consultation Workshop with relevant consumer organisations and representatives and
+ A Self-complete survey with other relevant stakeholders.

Ethical approval from all relevant Health Departments is presently being sought.

Dissemination Phase

Copies of the final report will be provided to all services and service users who were interviewed for the pro-
ject and all consumer organisations and all other stakeholders who were consulted. The final report will also
be sent to all relevant services, organisations and committees with an interest in the consumer health and
advocacy needs of treatment service users. Articles for publication in consumer magazines, peer reviewed
journals and presentations for conferences will also be developed.

What can drug treatment services gain from this project?

AIVL recognizes that consumer health and advocacy needs are a new area for consideration. Both consum-
ers and providers will learn together as a result of this project about how best to build on current activities
and develop new initiatives that can increase consumer involvement in the delivery and planning of ser-
vices. AIVL looks forward to hearing from all of the stakeholders and ensuring that everyone’s voice is
heard and considered. This project is about enhancing drug treatment provision and bridging the gap be-
tween providers and consumers. By recognizing the expertise of all involved, services can only improve.

Alone we can do so little; together we can do so much.
- Helen Keller
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(AIVL) - Chairperson

Research Associate, National Centre in HIV Social Research (NCHSR])

Treatments Program and Policy Manager, Australian Injecting and Illicit
Drug Users League (AIVL]

TSU Project Worker, Australian Injecting and Illicit Drug Users League
(AIVL) September 2005 - January 2006
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(AIVL) March - September 2006

Research Officer, National Centre in HIV Social Research (NCHSR)
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Research Fellow, National Centre in HIV Social Research (NCHSR)]

Director, Research, International and Policy Section, Drug Strategy
Branch, Australian Government Department of Health and Ageing

Consumer Representative

Consumer Representative

Consumer Representative

Director, Langton Clinic, Sydney South East Area Health Service
Director Clinical Services, Training and Research, Ted Noffs Foundation
Member, Australian National Council on Drugs (ANCD]

Representative, Inter-Governmental Committee on Drugs (IGCD)
Executive Director, Consumer Health Forum of Australia

Policy Officer, Alcohol and Other Drugs Council of Australia (ADCA)
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- Appendix 4: Documents for Consumer
Participants

Approval No HREC 05278

THE UNIVERSITY OF NEW SOUTH WALES
PARTICIPANT INFORMATION STATEMENT AND CONSENT FORM

National Treatment Service Users [TSU] Project
[Participant selection and purpose of study]

You are invited to participate in a study looking at the opportunities for, attitudes towards and experiences
of client participation in the planning and delivery of drug treatment services in New South Wales,
Victoria and Western Australia. We hope to learn about the ways in which clients are involved in the
planning and delivery of the treatment services they receive. You were selected as a possible participant
in this study because you are a client at this treatment agency, which has been selected as a site for
this study.

[Description of study and risks]

If you agree, we will ask you to participate in a 20-30 minute interview. We will ask you questions about
your views, knowledge and experiences of participating in the planning and delivery of drug treatment
services. The interview is entirely confidential and all answers you provide will be anonymous.

We cannot and do not guarantee or promise that you will receive any benefits from this study.
[Confidentiality and disclosure of information]

Any information that is obtained in connection with this study and that can be identified with you will
remain confidential and will be disclosed only with your permission, except as required by law. Study
data will be treated confidentially and will be securely stored in a locked cabinet at the National Centre
in HIV Social Research at the UNSW.

If you give us your permission by signing this document, we plan to release the results in a report
co-produced by the National Centre in HIV Social Research and the Australian Injecting and Illicit
Drug Users League (AIVL]). The report will be available to relevant Australian government bodies and
consumer organisations (such as NSW User’s and AIDS Association, the Western Australian Substance
Users Association, and the Victorian Drug Users Group). Also, we will present the results in academic
journals and at conferences, and in AlVL's national policy magazine Junkmail. Copies of the study’s
final report will be available to you and other participants on-line at AIVL's website (http://www.aivl.org.
au) or in paper copy by asking the staff at this treatment agency. In any publication, information will be
provided in such a way that you cannot be identified.

This study is funded by the Australian Government Department of Health and Aging, Drug Strategy
Branch. Any complaints about this study may be directed to the Ethics Secretariat, The University of
New South Wales, SYDNEY 2052 AUSTRALIA (phone 9385 4234, fax 9385 6648, email ethics.sec@unsw.
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edu.au). Any complaint you make will be treated in confidence and investigated, and you will be informed
of the outcome.

[Recompense to participants]
As compensation for your time and expenses we will give you $20.
[Your consent]

Your decision whether or not to participate will not prejudice your future relations with The University of
New South Wales or the agency at which you receive treatment. If you decide to participate, you are free
to withdraw your consent and to discontinue participation at any time without prejudice.

If you have any questions, please feel free to ask us. If you have any additional questions later, Dr Joanne
Bryant, (02) 9385 6438 will be happy to answer them.

You will be given a copy of this form to keep.
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THE UNIVERSITY OF NEW SOUTH WALES
PARTICIPANT INFORMATION STATEMENT AND CONSENT FORM (continued)
National Treatment Service Users (TSU] Project

You are making a decision whether or not to participate. Your signature indicates that, having read the
Participant Information Statement, you have decided to take part in the study.

Signature of Research Participant Signature of Witness
(Please PRINT name] (Please PRINT name)
Date Nature of Witness

Signature(s] of Investigatorl(s]

Please PRINT Name

REVOCATION OF CONSENT

National Treatment Service Users Project

| hereby wish to WITHDRAW my consent to participate in the research proposal described above and
understand that such withdrawal WILL NOT jeopardise any treatment or my relationship with The
University of New South Wales, or the agency at which | receive treatment.

Signature Date

Please PRINT Name

The section for Revocation of Consent should be forwarded to Dr Joanne Bryant, National Centre in HIV
Social Research, University of New South Wales, Sydney, NSW, 2052.
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-~ Appendix 5: Documents for Provider
Participants

Date
Name
Street
Suburb

NSW Postcode

Dear name

RE: National Treatment Service Users (TSU) Project; Approval No HREC 05278

You are invited to participate in a study looking at the opportunities for, attitudes towards and experiences
of client participation in the planning and delivery of drug treatment services in New South Wales,
Victoria, and Western Australia. We hope to learn about the ways in which clients are involved in the
planning and delivery of the services they receive.

You were selected as a possible participant in this study because you are a Nurse Unit Manager (or
equivalent service manager) at a drug treatment agency in New South Wales, Victoria, and Western
Australia. The names and contact details of possible participants were obtained from drug and alcohol
service directories.

We will contact you by telephone approximately one week to determine whether you would be willing to
participate.

If you choose to participate, we will ask you to complete a 20-30 minute questionnaire. You can do
this by whatever means is most convenient to you, including 1) arranging a time for us to conduct a
telephone interview, or 2) completing the questionnaire yourself and returning it to us by email.

The questionnaire/interview will ask a structured set of questions about current opportunities at your
service for client participation in service planning and delivery, as well as your values towards and
experiences with client participation. We would like you to complete a questionnaire/interview even if
you believe your service does not have any client participation practices.

All information that you provide will be treated with utmost confidentiality. None of the information will
ever be published or released in a form that could identify you.

An information sheet about the study is attached. Please feel free to telephone me if you have any
questions about the study.

If you choose not to participate you can detach the slip from the enclosed information sheet and
return it in the reply paid envelope. Alternatively you may decline to participate when we contact you by
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telephone. Participating in the study is entirely voluntary.

This study has been approved by the Human Research and Ethics Committees of the University of New
South Wales.

Sincerely,

Dr Joanne Bryant

National Centre in HIV Social Research
Level 2, Robert Webster Building

The University of New South Wales
Sydney, NSW 2052

Tel: (02) 9385 6438

Email: j.bryant@unsw.edu.au
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Approval number HREC 05278

THE UNIVERSITY OF NEW SOUTH WALES
PARTICIPANT INFORMATION STATEMENT

National Treatment Service Users (TSU] Project
[Participant selection and purpose of study]

You are invited to participate in a study looking at the opportunities for, attitudes towards and experiences
of client participation in the planning and delivery of drug treatment services in New South Wales,
Victoria, and Western Australia. We hope to learn about the ways in which clients are involved in the
planning and delivery of the treatment services they receive. You were selected as a possible participant
in this study because you are a Nurse Unit Manager (or equivalent service manager] at a drug treatment
agency in New South Wales, Victoria, and Western Australia.

[Description of study and risks]

If you agree, we will ask you to complete a 20-30 minute questionnaire. We will ask you questions relating
to the current opportunities at your service for client participation in service planning and delivery, as
well as your values towards and experiences with client participation. We would like you to complete
a questionnaire/interview even if you believe your service does not have any client participation
practices.

We will telephone you in approximately a week to determine if you would be willing to participate. If you
choose not to participate you can detach the slip at the bottom of this sheet and return it in the reply
paid envelope. Alternatively you may decline to participate when we phone you.

We cannot and do not guarantee or promise that you will receive any benefits from this study.

[Confidentiality and disclosure of information]

Any information that is obtained in connection with this study and which can be associated with you will
remain confidential and will not be disclosed without your written permission, except as required by law.
Study data will be treated confidentially and will be securely stored in a locked cabinet at the National
Centre in HIV Social Research at the UNSW.

The study findings will be published in a report co-produced by the National Centre in HIV Social
Research and the Australian Injecting and Illicit Drug Users League (AIVL]. The report will be available
to relevant Australian government bodies and consumer organisations (such as NSW User’s and AIDS
Association, the Western Australian Substance Users Association, and the Victorian Drug Users Group).
Copies of the study’s final report will be available to you and other participants on-line at AIVL's website
(http://www.aivl.org.au). Also, we will present the results in academic journals and at conferences, and
in AIVL's national policy magazine Junkmail. In any publication, information will be provided in such a
way that you cannot be identified.

This study is funded by the Australian Government Department of Health and Aging, Drug Strategy
Branch. Any complaints about this study may be directed to the Ethics Secretariat, The University of
New South Wales, SYDNEY 2052 AUSTRALIA (phone 9385 4234, fax 9385 6648, email ethics.sec@unsw.
edu.au). Any complaint you make will be treated in confidence and investigated, and you will be informed
of the outcome.
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[Your consent]

Your decision whether or not to participate will not prejudice your future relations with The University
of New South Wales. If you decide to participate, you will be free to withdraw your consent and to
discontinue participation at any time without prejudice.

If you have any questions about the study at any time, Dr Joanne Bryant (9385 6438) will be happy to
answer them.

Do not return this form if you are willing to allow us to contact you by telephone

| do not wish to participate in the study National Treatment Service Users [TSU] Project.

INGIMIE: .o
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Relevant Contacts

AIVL

Australian Injecting and Illicit Drug Users League (AIVL)
Level 1, Sydney Building

112-116 Alinga Street

Canberra ACT 2601 Australia

Telephone: (02) 6279 1600

Facsimile: (02) 6279 1610

Email: infoldaivl.org.au

Website: www.aivl.org.au

NCHSR

National Centre in HIV Social Research
Level 2, Webster Building

University of New South Wales

Sydney NSW 2052 Australia

Telephone: (02) 9385 6776

Facsimile: (02) 9385 6455

Email: nchsrdunsw.edu.auWebsite: www.nchsr.arts.unsw.edu.au

AIVL Member Organisations

NUAA

NSW Users & AIDS Association
345 Crown St

Surry Hills

NSW 2010

Telephone: (02) 8354 7300
Facsimile: (02) 8354 7350
Email: admin@nuaa.org.au

Website: www.nuaa.org.au
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CAHMA

Canberra Alliance for Harm Minimisation and Advocacy
c/- AIVL

Telephone: (02) 6279 1600

Facsimile: (02) 6279 1610

Email:cahmal@aivl.org.au

VIVAIDS

Victorian Drug User Group
128 Peel Street

North Melbourne VIC 3051
Telephone: (03) 9419 3633
Facsimile: (03] 9329 1501

Email: admin(@vivaids.org.au

SAVIVE

SA Voice of IV Education
64 Fullarton Rd

Norwood SA 5067
Telephone: (08) 8334 1699
Facsimile: (08) 8363 1046

Email: manager(dsavive.org.au

WASUA

WA Substance Users Association
519 Murray St

West Perth WA 6000

Telephone: (08) 9321 2877
Facsimile: (08) 9321 4377

Email: infoldwasua.com.au
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NAP

Network Against Prohibition
48 Narrow Rd

The Narrows NT 0820
Telephone: (08) 8942 0570
Mobile: 0415 162 525

Email: hg@napnt.org

Website: www.nap.org

QUIHN

Queensland Injectors Health Network
Brisbane Headquarters

89-101 Gipps St

Fortitude Valley QLD 4006

Telephone: (07) 3620 8111

Facsimile: (07) 3854 1070

Email: hgmb1@quihn.org.au

Website: www.quihn.org.au

TASCAHRD

Tasmanian Council on AIDS, Hepatitis & Related Diseases
¢/- Harm Reduction Coordinator

319 Liverpool St

Hobart

TAS 7000

(03) 6234 1242

(03) 6234 1630

mailldtascahrd.org.au

www.tascahrd.org.au
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