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This report was edited and written by Andy Quan with support from John Rock. It includes presentations from both participants and presenters. PowerPoint presentations are difficult to include in WORD documents with the original “slides”. Therefore, they have been transferred to text format, and photos and images removed from them. 
If you have any questions about the workshop or the regional collaborative fund process, contact:

Greg Gray
Asia Pacific Network of People Living with HIV/AIDS (APN+)

1701 Pacific Place One
17th Floor
140 Sukhumvit Road 
Bangkok
Thailand 


e-mail: ggray@apnplus.org

If you have any specific comments about this report, please contact:

Andy Quan

Australian Federation of AIDS Organisations (AFAO)

e-mail: aquan@afao.org.au

If you have questions about Tides Foundation or the Collaborative Fund for HIV Treatment Preparedness, please contact:

David Barr

Tides Foundation

dbarr@tides.org

Executive Summary

The Southeast and East Asia Treatment Education and Advocacy Workshop was held in Pattaya, Thailand from 20 -24 Sept 2004 organised by the Asia Pacific Network of PLWHA (APN+) with a steering committee of activists from around the Asia Pacific region. Sponsored by Tides Foundation, this successful 4-day meeting was attended by 40 participants from eight countries: Indonesia, Vietnam, Cambodia, Laos, Malaysia, the Philippines, China and Thailand, a majority of who were people living with HIV and AIDS. An additional 30 resource people, translators, presenters, steering committee members, and observers also participated. 

Funding for this workshop was provided by Wellspring Advisors and the Rockefeller Foundation,

The majority of people living with HIV and AIDS in the Southeast and East Asia region who need treatments do not have access to it. Community organisations, especially PLWHA groups, need training in treatment literacy and education and treatment advocacy. This workshop was aimed to stimulate progress in this area. But it also had another set of related goals.

Following the International Treatment Preparedness Coalition (ITPC) meeting in Cape Town in 2003, the need was identified for funding for grassroots treatment education and advocacy initiatives. ITPC members also voiced concerns about the need for affected communities to have more direct control in setting funding priorities and greater responsibility in making funding decisions. This led to the creation of the Collaborative Fund for HIV Treatment Preparedness, developed in partnership by Tides Foundation and the ITPC. The Collaborative Fund provided grants from community-based treatment advocacy and education projects.   This workshop aimed to facilitate a process for participants to design projects and proposals to apply for funding. 

The four days involved basic treatment education, a discussion of how to promote treatment literacy and education, an introduction to the concept of advocacy, discussions on developing advocacy plans and strategies around treatment access, and a session on how to write funding proposals. Information was given on the Collaborative Fund. The agenda was designed to give participants time to interact and relax. It was also designed to facilitate sharing of experience and to build momentum for follow-up to the workshop. There were also special sessions on buyer’s clubs to facilitate accessing cheaper medicines, and on HIV treatment, and case studies presented on treatment advocacy in Thailand, and working with vulnerable communities in Nepal, a country which is expected to soon host a similar workshop for South Asia. Interpretation was provided for six languages to fully encourage the participation of all attendees.

In terms of next steps, participants drafted strategies and action plans both on an individual basis as well as in country groups. Many indicated the desire to establish national networks, whether for treatment advocacy or national networks for people with HIV and AIDS in countries where they do not exist. This report as well as other materials from the workshop will be posted to relevant websites and listservs. A call for submissions for applications to the regional collaborative fund will also be posted within the next few months.

Introduction

The Southeast and East Asia Treatments Education and Advocacy Workshop was a  4-day regional workshop held in Pattaya, Thailand with participants from Cambodia, Vietnam, Laos, Indonesia, China, Malaysia, the Philippines and Thailand. The focus was on treatments education and literacy, and treatments advocacy with an aim to eventually generate funding applications in these areas. A broad aim of the workshop was to further the treatment access agenda in the region.  

The following report includes notes on the presentations, discussion sessions, and group planning. Powerpoint presentations have been turned into text reports in the body of this report. Both Australian and American spellings are used, as are the various abbreviations to refer to HIV positive people (PLWHA, PLHA, and PHA).
The report is intended to be used by participants as a reference of the discussions and presentations that took place during the workshop, as well as for those who could not attend the workshop but are interested about the proceedings. It is hoped to be especially useful for others working with the Collaborative Fund who will be planning similar regional workshops. 
The movement to increase HIV/AIDS treatment access around the world is changing quickly, and the country reports here should be considered as a guide to what is happening and participants’ views on treatments access. If you need information about a particular issue, please do additional research to see if the information in this report is correct or up-to-date.

Organisers and Sponsor
The workshop was sponsored by Tides Foundation and organised primarily by the Asia Pacific Network of People Living with HIV/AIDS (APN+) with support from individual activists through the region. The workshop report was compiled and edited by Andy Quan with assistance from the able note-taking of John Rock who also received assistance from Surasak. Support for the workshop was provided by Wellspring Advisors, the Rockefeller Foundation, WHO and Tides Foundation. 
Planning for the workshop involved a steering committee, many of who attended the Cape Town International Treatments Preparedness Summit (March 2003) or related meetings. Further planning and development took place at a meeting sponsored by Tides Foundation in conjuntion with  the Alternative Community Forum in Bangkok, January 2004. Development of the agenda, application process, participant selection and other planning of the meeting has been managed by APN+ and assisted by two steering committees, one for participant selection and one for the agenda, during the months preceding the workshop. These committees also drew on the support of key country focal points who helped disseminate information and selection forms, and advise on the selection of participants. 
History / Intro to the Collaborative Fund 

Access to affordable HIV treatments in the Southeast and East Asia region is difficult to non-existent in most countries in the region, with identifiable progress only beginning to emerge. Community organisations, especially PLWHA groups, need training in treatment literacy and education and treatment advocacy to stimulate progress in this area. 

Another tangible way to progress is through funding grassroots initiatives. Growing out of the International Treatment Preparedness Coalition (ITPC) meeting in Cape Town in 2003, the need was identified for funding for grassroots treatment education and advocacy initiatives. To this end, the Collaborative Fund for HIV Treatment Preparedness was developed by Tides Foundation and ITPC. Numerous funders supporting the Collaborative Fund, which has raised $2.1 million to date. In 2004, ITPC representatives met with WHO officials to discuss using the Collaborative Fund as the mechanism to support community mobilization efforts to further the goals of the “3 by 5” initiative that seeks to provide HIV treatment to 3 million people by the end of 2005.  WHO has made $1 million available for this effort.
The Fund will establish Community Review Panels in eight regions, and funding will be made available not only to projects by individual organizations but also for regional networks.   This workshop will prepare participants for grant making. Similar workshops are being held in other funding regions.  The Community Review Panel for Southeast/East Asia will disburse $200,000 in small grants following the workshop.
Participants / Translators
40 participants attended from eight countries. In addition to this, there were about 30 additional attendees including the steering committee (about 15), support staff (5), translators (6) and observers (4). Core participants included treatment advocates from NGOs and PLWHA groups from the selected countries within the region, a mix of more and less experiences advocates. There were also resource people from Australia, Malaysia and Thailand. 
Application forms were translated into local languages and distributed through key organisations and individuals. They were also posted to electronic mailing lists (listservs). The application process took into account the time needed to select participants and to allow them time to arrange travel to the workshop, including obtaining visas if necessary.
The selection committee decided to limit the number of people from one country to six.  Various country contacts helped with the selection. For example, for Indonesia, over 40 applications were received. A small working group was set up of 3 or 4 people to recommend a short list of candidates. They prioritized people by their interest in treatment advocacy, their skills in English and then tried to be equitable according to region. The Cambodian Network of PLWHA (CPN+) and the Thai Network of PLWHA (TNP+) also helped with selecting participants from their respective countries. There were 68 applications, and 40 participants were chosen during a final teleconference with the steering committee for participant selection.

A process was also developed to select translators. Translators were not professional ones. In Indonesia, for example, the translator was selected from among the 40+ applications to ensure that the person has an interest in treatments, advocacy and HIV/AIDS. They developed a criteria for the translator which included not only fluency in English, but someone who works with the community and in the HIV/AIDS field and knows the language both of community organisations and AIDS. Other country groups were asked to select their translators also. Chinese, Vietnamese and Cambodian PLWHA participants made proposals for appropriate translators which were followed up by APN+.  The end result seemed to be highly successful, especially because the groups were small, and that there was usually at least one other person in each group who could help with translation (only one person doing translation all the time is impossible.) Furthermore, country group work and brainstorming where participants worked together in their own languages helped give translators a rest.  Participants rated translation for the meeting an average of 4 out of 5 and the translators were, in general, articulate, skilled and engaged in the meeting.

Activities / Agenda
The workshop took place over four full days. The workshop comprised a mix of presentations and discussions, and was conducted by facilitators and documented by rapporteurs.  Translation services were provided between English, and Thai, Cambodian, Vietnamese, Chinese and Indonesian. The workshop included a welcome and a closing dinner. 
The workshop agenda was planned by a steering committee to reflect the main goal of the workshop – to stimulate funding proposals from the grassroots level in Southeast and East Asia for treatment education and advocacy. The four days involved basic treatment education, a discussion of how to promote treatment literacy and education, an introduction to advocacy and discussion on how to apply advocacy to treatment, and a session on how to write funding proposals. A clear explanation was given on the Collaborative Fund. The agenda was designed to give participants time to interact and relax. It was also designed to facilitate sharing of experience and to build some momentum for follow-up to the workshop. 
The agenda tried to accommodate both experienced and new treatment activists. For example, the introductory workshop to treatments education was viewed as both a way for participants to get basic information on HIV treatments, as well as a way to observe how to give training on HIV treatments. 

Planning Day and Collaborative Fund issues
A planning day was organized for members of the steering committee to review the final agenda, plan facilitation, and discuss other matters related to the Collaborative Fund.
17 people participated in this meeting with 3 additional support staff from APN+ (Ken, Yui, and Kuan). The participants were John Rock. Edward Lo, Paisan Tan-Ud, Karyn Kaplan, Frika Iskandar, Greg Gray, Jiew, Nimit Tienudom, Anouxay, Thomas, Irene, Susan Chong, Robert Baldwin, John Daye, David Barr and Andy Quan.

Between 10h and 12h, participants reviewed the logistics of the meeting, and discussed the agenda – the goal of the workshop was reviewed, various sessions discussions, and changes made to the program, particularly around timing. 

Beteen 13h45 and 16h, David Barr reviewed the history and progress of the Collaborative Fund. He also gave a short personal history and an explanation of Tides Foundation. The Fund will establish community review boards in eight regions, and funding will be made available not only to projects by individual organizations but also for regional networks. A comprehensive and innovative mechanism for providing technical assistance to projects has been proposed. A first review board or panel has been established in the Newly Independent States following a similar workshop to this Pattaya workshop. $USD 190,000 has been distributed to projects with a priority on advocacy, the integration of harm reduction and treatment access initiatives, and the involvement of PLWHA. Similar workshops to Pattaya will be held in the Caribbean, South Asia, and Africa
Barr recommended that 8-10 people be appointed to the Community Review Board. The panel will need to create term-limits, terms of reference, and other transparent mechanisms including conflict of interest policies, sizes of grants, geographical equity, and timing. He aims that an application be sent in November, deadline for receipt in December, a review in January and February of the applications, and distribution of grants starting in March. A secretariat for the network should be decided upon as well. Translation may also be a particular issue in this region. It was agreed that the group would meet during the week and on Friday to make further decisions.
On the Friday, a meeting of the steering committee was held. APN+ developed a simple selection criteria for the committee proposing that it be made up of mostly HIV+ members, that there should be recognition of gender, and that participants should have previous knowledge and involvement with the ITPC or Pattaya process, and have knowledge of issues such as treatment, regional PLWHA organisations, regional networking, governance, and issues pertaining to injecting drug users, women, migrants and men who have sex with men. Most important was the willingness to work as part of a team and to commit the time necessary. Another prerequisite was having adequate English and access to e-mail and a computer. After a short discussion, the group present nominated the following people to be on the community review panel:
Greg Gray (coordinator, APN+), Paisan Tan-Ud (Thailand),  Thomas Cai Tao (China), Frika Iskandar (Indonesia), Duong Truong Thuy (Vietnam), John Daye (Australia), Nenet Ortega (Philippines), and Andy Quan (regional/APCASO). A woman from Cambodia who is living with HIV was also proposed for the committee, which will be confirmed at a later date.
The CRP will work by e-mail and teleconference to develop terms of reference for the CRP and aim to send out application forms in October or November.

As a final matter relating to the ITPS, there are still excess funds from that meeting that were distributed regionally. The Asian region received about $USD 25,000 and this is to be divided between the South Asian and Southeast and East Asian regions. Those present at this meeting recommended that the funds be added to the current collaborative fund process, either for grant-making or related processes such as translation, administration or support.

Rapporteur’s Notes on Day 1: 21 Sept 2004

Opening: Welcome / Review of Program / Expectations Check / Housekeeping

Session time:  900 – 945
Facilitator/Speaker: Greg Gray, Andy Quan, Susan Chong
1. Welcome – Greg Gray
· Greg welcomed the participants to the workshop – there are 8 countries represented
· The aim of this workshop is to stimulate discussion, give information, and share information on treatment education and advocacy with an additional objective to stimulate funding proposals for the Collaborative Fund
· Introductions were given for country groups, the APN+ Secretariat, and the steering committee.

2. Review of Program – Andy Quan

Andy Quan gave an overview of the program. The workshop was structured to fulfil the aim of the workshop as stated above:
Day 1

· Introduction to workshop

· Introduction to Collaborative Fund

· Treatment Education 
· Thai examples of advocacy

· Evening satellite on buyer’s club

Day 2
· Country presentations
· Treatment literacy and education discussion
· What is advocacy? Thai examples and general discussion
· Optional satellite: more information on AIDS treatment
Day 3
· Applying advocacy to treatment access at country-level
Day 4
· What is the Collaborative Fund?
· Grant writing workshop
· Next steps
3. Susan Chong – Expectations Check

Susan asked participants to write down one expectation for the workshop. These will be posted so that participants can read them, and Susan will do a short summary of them as well. 
Preliminary introduction to Tides Foundation and theCollaborative Fund
Session time:  9:40 – 10:15
Speaker: David Barr
Brief Summary of presentation
David gave a brief explanation of how this workshop came about:
· A partnership of the International Treatment Preparedness Summit coalition (ITPS) and Tides Foundation. ITPS coalition began with the ITP summit in Cape Town 2003, bringing 125 HIV treatment activists from 67 countries around the world together to develop strategies for treatment advocacy and education. There were 5 or 6 people who were in Cape Town who are also here. 
· The ITP summit members called for greater control over the setting of funding priorities and how funds are distributed. Tides Foundation, a U.S-based public charity with a history of funding community-based projects, proposed the Collaborative Fund as a community-driven funding mechanism for treatment preparedness efforts around the world.

· The Collaborative Fund provides grants to community-based organizations for treatment advocacy and education projects. Community Review Panels, made up of treatment advocates from each funding region, set all funding priorities, review grant schedules, and make all decisions about which applications get funding. It is not Tides that “holds the purse strings.” The process is community driven, and community representatives make the decisions.
· Community Review Panel members will sit for limited terms, selection of panel members will be by application and the funding process will be transparent. The Panel will be geographically diverse and will include equitable representation from affected communities, including women, drug users, men who have sex with men, and other affected groups.

· The Collaborative Fund is working in Southeast Asia (including China), South Asia, Africa, Eastern Europe, the Caribbean and Latin America. Grants have already been distributed in Eastern Europe.

· The Collaborative Fund also provides funding for network support and technical assistance for grantees.

· Tides Foundation will raise funds, facilitate the CRP process, and administer the grants. A local organization, selected by the CRP will coordinate activities in the funding region.
· Following this workshop, the Regional Planning Committee will select the first group of CRP members and a grant application will be developed and distributed. $200,000 in small grants will be distributed in Southeast Asia. We expect this to be an ongoing process and hope to increase the amounts available for distribution. Funding in Southeast Asia is being provided by Wellspring Advisors, Rockefeller Foundation, and WHO.

· People living with HIV/AIDS are leading this process in all 8 funding regions.
David will present more detailed information on Friday. He noted that although the workshop aims to develop funding applications, the main reason for the workshop is for participants to develop strategies to increase HIV treatment access. He noted that in New York City, deaths from AIDS were cut by 50% after treatment was made available; treatment should be made available all around the world!
Treatment Education Workshop
Session time:  1030-1200, 1345-1600
Speaker: Ms. Aree/ Ms. Joy / Ms. Lawan
Brief Summary of presentation

MSF Belgium and Thailand work with AIDS ACCESS Foundation and TNP+. An introduction was made to the team. She introduced how they worked together with partners, what they’ve learned, and what they’ve done. 
Basic information on opportunistic infections and ARV
· MSF, TNP+ and AIDS ACCESS developed this training together. It is a three day workshop, so this version is a shortened one. They used charts, drawings, and colourful displays to give information about opportunistic infections, and ARVs. Questions from the participants were integrated into the workshop. 
· Discussion topics included:

· The pathogenesis of HIV: What does HIV do to our body and our immune systems? When AIDS affects our bodies, we can develop opportunistic infections. So, what can we do about this?

· Basic information about the immune system including white blood cells and the production of antibodies

· ARVs and how HIV works in the body. Everyone is affected by HIV infection in a different way. It also depends on how much virus is in their blood. ARVs are an effective way of controlling HIV infection. 

· The difference between CD4 and viral load. How is CD4 useful?

· Life cycle of HIV virus

· Different types of ARVs were reviewed: NRTI, NNRTI, PI.

· Drug resistance
· Construction of drug regimens – effectiveness of dual and triple therapy
· National availability of drugs. Participants from different countries took turns sharing what drugs are available in their countries. Generic and brand drugs are sometimes imported from other countries such as Thailand, India and Australia. 
· When should ARV be started? According to CD4 count, and whether there is the presence of opportunistic infections.

· Common side-effects of drugs
· Things to be consider before starting ARVs

· How to know if treatment is working: body weight increases, CD4 count, viral load, absence of OIs. Also, how do you know if it working in the absence of a CD4 count? Answer: it is hard to know. It was also stated that if you suspect that you are becoming drug resistant, you should get your viral load tested. 
Most of the information presented is in the two HIV/AIDS handbooks: AIDS can be treated, Opportunistic Infections, and ARV medicines – that were handed out at the meeting. They are published by AIDS ACCESS Foundation with collaboration of MSF Belgium/Thailand and TNP+. 
Questions and comments included
· Why do we need to produce antibodies?

· Can Fluconazole treat PCP? No. 

· Can you take your drugs late, for example, because of Ramadan? It depends on the drug. Also, Thai activists have talked to religious leaders about this issue. 

· Does alcohol affect ARVs? No particular effect. It does affect the liver.

· The usefulness of the model of presentation in each country was discussed. Some countries planned on using this tool with PHA groups. The Philippines said it would be useful for lay persons. 
· If you’re resistant to one NRTI, you’re not necessarily to all in the NRTI class. But if you’re resistant to nevirapine, you will be resistant to efavarinz as well.

PowerPoint Presentation:
The purpose of anti-retroviral treatment:

· To suppress and control the amount of HIV virus to the lowest possible level and for as long as possible

· To increase CD4 count to a level whereby they can control opportunistic infections and prevent the development of AIDS

When to being ARV treatment. WHO recommends

· When they already have an opportunistic infection such as oral or esophageal candidiasis, PPE, PCP, Cryptococcal meningitis, extrapulmonary TB etc.

· Without symptom and CD4<200

It is never too late to being treatment with ARV

Recommended ARV combinations

· Standard ARV combinations currently – three drug combination: 2 medicines from NRTI group and 1 medicine from NNRTI group.

· Duration of ARV treatment: life long

Effective treatment needs GOOD ADHERENCE

Common side effects of ARV

· D4T: Numbness of hands and feet; abnormal distribution of body fat, lactic acidosis

· 3TC: side effects not common

· AZT: Anemia, dark nails

· ddI: Numbness of hands and feet, diarrhea, pancreatitis

· Nevirapine: allergy, rash, liver toxicity

· Efavirenz: vivid dreams, dizziness, liver toxicity

Things to consider before starting ARV treatment

1. You fit the medical criteria

2. Before starting treatment, screen for and treat any opportunistic infections

3. knowledge of ARV treatment

4. Plan for long-term and continuous medical treatment

How do you know if treatment is working?

1. Body weight increases

2. CD4 increases

3. No new opportunistic infections after 6 months of treatment (except pulmonary TB)

4. Viral load < 50 copies/ml after 6 months of treatment

Access to care is a RIGHT!

TNP+ presentation: access to care and treatment in Thailand
Notes from presentation:

· The Thai Network of PLWHA representative gave a PowerPoint presentation – how are we going to take the information given in the morning session and apply it in our countries? For example, how will we work to make ARVs more available?

· When ARVs are not available through national programs, PLWHA obtain them through special programs, or importing them from other countries. 

· A summary of the Thai situation was given: the national program provides drugs to 50,000 people, the government pharmaceutical organization produces generic ARV drugs. The structure of TNP+ was shown and information was given on how many members they have. Their activities were described including their work in Continuum of Care centres. 
· A review of Thai advocacy campaigns was given: buyer’s club, 100% cotrimoxizole campaign (that included posters, bookmarks, etc), advocacy on the price and availability of ddI. Positive people play a key role in these campaigns. A current campaign is “AIDS can be treated.” Positive people have to know information about treatment before they can do advocacy however. They also worked to get OI medicines included and not only ARVs in national schemes
· Training for PLWHAs included on Continuum of Care, counseling and treatment education.

· Before they could lobby the doctors, they needed to provide PLWHAs not only with knowledge but with confidence so that the dialogue could be active and dynamic.
Questions

· What were your main obstacles? Where are you headed? Doctors and healthcare providers do not consider that PLWHA have an important role in the healthcare system, or are knowledgeable. Another response was that Thai campaigns were very simple, and based on simple and practical ideas with a focus on self-reliance – what can Thai PLWHA do?

· Are there any problems with reporting requirements for the Global Fund? 
· Paisan described strengthening the Thai Drug User’s Network and TNP+ – the Global Fund has the potential to help organisations but there should also be a responsibility of national governments to support groups like this. 

· What is the role of PLWHAs in the hospitals? Counselling, home visits, group activity in hospitals. 
Presentation on Buyer’s Club

Joi from TNP+

PowerPoint Presentation:
· The Buyer’s Club was started in 2001 with collaboration between the PLWHA network and MSF and ACCESS because of high prices of medicine and lack of knowledge in hospitals on ARV. It also aimed to gather PHA together to improve the quality of care

· Its goals were to support activists with low prices and support for taking ARVs. The most important goal was to “shake the system and raise our voices” 
· But… ARV needs continuous treatment and good adherence. “We believe PHA involvement is needed in treatment and care”

· The structure and role of the buyer’s club was described: the central buyer’s club has an advisory group, and works with PHA groups and doctors and hospitals.

· The role of the Central Buyer’s Club is to coordinate the club, source medicines and provide information. Key issues are: Stock, Accountability, Member and Campaign

· The Buyer’s Club at the group level has responsibilities to: coordinate, information, admin, database and accountability.

· The hospital and doctor administers treatment for OI and ARV and prescriptions.

· The advisory board of MSF Belgium and AIDS Access Foundation take care of policy, advocacy and technical training. 

· A key issue is transparency. 5% administration and management is added to the cost. Of this, 2% is central administration, 1% for admin and 1% for drug fund.

· There are 20 groups in different provinces in Thailand. 

· Some of the problems are: attitudes of doctors, pharmaceutical companies, monitoring and management.

· Success is measured whether people have access to medicine.

· Even with the NAPHA program, not everyone has access to drugs, especially to 2nd line regimens. 

· Buyer’s clubs supplement the national program – and are aimed at those who cannot get drugs through it. 

· Proposal to establish a regional buyer’s club in 2003
· The principle is to start health care, form groups, involve physicians. GPO product only will be used. There will be 1 coordinator to do database and monitoring, and manage an access plan. 

· TNP+ will establish Mutual agreements: application form / order form / price list / database – organisations can travel to Thailand to get the drugs. 
· It was stated that this is a way that participants can challenge their own governments with the question: why do we have to travel to Thailand to get the drugs? However, transparency and monitoring is needed. 
Questions and Comments
· Even if everyone can get drugs in Thailand, will the regional buyer’s club stop? No, Thailand wants to help its neighbours
· How do you get and pay for the drugs? They are delivered by DHL, but if there are problems, it is a good opportunity for advocacy

· Some people still do not want to disclose their status and remain outside of the system – they access the buyer’s club. 
Ice-breakers
The aims of ice-breakers are to help participants get to know each other, bring energy to the room, and to have fun! Two ice-breakers were done on day 1. The first was lead by Andy Quan and involved splitting the participants into two groups. They were asked to order themselves according to a certain set of criteria, for example, shortest to tallest, youngest to oldest, the day of birthday (from January to December) and alphabetical ordering of first names, and introduce themselves to their neighbours. The second ice-breaker was lead by the Indonesians. Participants learned a dance and smutty song! Participants also learned what sound a dog makes in the different languages represented at the workshop. 
Rapporteur’s Notes on Day 2: 22 Sept 2004

Report back from Day 1, Daily Schedule
Session time:  915-945
Facilitator: Andy Quan, Frika Iskandar
· A review of yesterday’s evaluation was given (see evaluation report)
· A review of the expectation’s check was given by Susan Chong

Andy get presentation

Country Presentations
Session time:  945-1045
The Philippines

(get presentation)

Questions

· A question was asked about clinical trials, sustainability of trials, and how to use them in the best way to increase access. The answer was that it is sometimes the only way that poor people can have access to drugs, but at times, participants are not given enough information about their status – for example CD4 counts. Another consideration is sustainability of treatment after trials. 

Indonesia 
(PowerPoint Presentation)

Background

· There were no ARV drugs on the Indonesian market before 2000

· PHAs had to seek ARV drugs from overseas

· Indonesia imported ARV drugs from Thailand and India through POKDISUS

· From the year 2000-2002 many NGOs did lots of advocacy work to urge the government to produce ARV drugs

· By the end of 2003 Indonesia was able to produce generic ARV drugs (Kimia Farma)

Advocacy Work in Indonesia

· GIPA principles already being implemented 

· Formal meeting between NGOs and government 

· Involving the media in Access to treatment campaign

· Demonstration, long march (Jakarta-Bali)

Challenges 

· Until now a national treatment activism has not specifically formed, however NGOs still doing efforts in providing treatment info

· We still don’t have 2nd line regimens in general

· Lack of IEC materials on treatment

· System of treatment plan has not being formed yet

Questions

· What is the situation of access to medicines in hospitals if they are not a member of the national PLWHA network? Answer: everyone has access regardless of whether they are a member of an organization or not. In the initial stages of free ARV provision, priority is being given to poor people while others can afford to buy treatment.

China

· Presentation divided into two parts: urban and rural

· RURAL: Background information was given on the situation in Henan Province

· The main affected communities are in 38 villages, and were infected through blood transfusions and blood-selling. The Prime Minister announced last year that all affected in rural areas would be provided with treatment – free testing and PMTCT would also be provided. 

· Infected villages and people made petitions to government and communicated with generic drug companies. They also petitioned the government for treatment. Investigations into the situation were published by Internet. 

· Chinese pharmaceutical companies produced generic drugs in 2002 including ddI, AZT, and d4t. More than 4,000 people have received treatment in Henan. Many stopped treatment because of side effects. Drug resistance has also been found. 

· The government takes responsibility to distribute drugs. But it was reported that the free distribution program is a failure, because of lack of treatment education and support, and in treatment planning and implementation, particularly concerning the involvement of PLWHA. There is also a lack of qualified doctors. The government did not explain the program well. 
· URBAN: Information was given on the PHA group in Guang Zho, AIDS Care China. They provide support to PLWHA and their families, and do treatment education on ARVs and OI medicines with the message that HIV can be treated. PLWHA’s lived experiences are used in treatment education, and to inspire others as role models. They support hospital visits, financial assistance, a buyer’s club that uses drugs through CIPLA and MSF in Bangkok was started in 2001. There are about 30 members. They help PLWHAs go for regular checkups and pick up their prescriptions. They have had recent recognition and a stronger relationship between government and PLWHA. In Guangdong, part of the HIV budget is being used to support PLWHA. They work with the media, have written an open letter to the pharmacy companies, produce a newsletter. They have no second line treatment. Scaling up treatment is a big challenge. 
Questions

· Did the central government acknowledge their problems in the treatment provision program in Henan, have they learned from it, and will others be able to learn from it? Answer: they may realize the failure.

· How will Henan handle those people who did not stop treatment? They don’t have any second line treatment – and people will have to wait until the end of 2004 when they hope indinivir will be available. 

· How do you access IDUs? It’s difficult because methadone is hard to manage and it’s difficult to adhere to treatment. Some of the IDUs sold the ARVs that they were given. 

· Are NGOs active in lobbying the government to increase the range of drugs available, for example, using the DOHA declaration? Some NGOs have tried to lobby but the voices and coordination are too weak. There were a few activist organisations like MSF who were trying to engage with the government. 
Treatment literacy and education in our local settings - 

Session time:  1100-1300
Facilitator/Speaker: John Daye (PowerPoint Presentation)
Participants were asked to answer the following question: 
What is Treatment Literacy and Education?

Answers included:
· Knowledge and understanding

· Service provider, client, community and family share the same knowledge

· Relevant, complete and correct information

· Health and knowledge for self-care and daily living

· How ARV works – if it’s good

· How to prepare for taking drugs

· References for best treatment and care and different types of treatment

· Written and media resources

· Psychological support and understanding

· Realistic outlook and attitude

John’s answer and summary was:
Treatment Literacy and Education is providing HIV+ people with the necessary knowledge and skills to take antiretrovirals successfully.

Why is Treatment Literacy and Education Critical?

Participants answers included:

· Prolonged lives of PLWHAs so they can contribute to society

· Prevent disease

· Reduce stigma and discrimination

· Informs and helps service providers

· Prevents death

· Leads to advocacy that reduces prices of drugs

· Improve confidence, enthusiasm and power of PLWHA 

· Better coping mechanisms

· Helps PLWHA make sure that they take their drugs correctly so they are successful in their treatment 

· Informs support and care

· It helps PLWHA understand how to manage treatment with ARVs

· Gets more support from communities
John’s answer and summary was: 

· Taking antiretrovirals is complex therefore it is essential that people have the understanding, skills and strategies to take them correctly so they are effective.

· It develops treatment readiness.

· If antiretrovirals are not taken correctly their effectiveness is very limited due to rapid emergence of drug resistance.

What are the Core Components of Treatment Education? 

· Adherence 

· Managing side effects and adverse experiences of treatment

· Managing other illnesses

· Social situations and disclosure

· Ethno cultural considerations

·    -  understand your audience, an awareness and   

·       sensitivity to their background is vital       

·    -  working with diverse positive groups

·    -  language issues  

· Structured ongoing support

· Practical considerations

·    -  Drug storage

·    -  Ensuring adequate drug supply

·    -  Access to sites for delivery of drugs

What Can you Expect from your Medication?
Participants answers included:

· Extended life

· Good health

· Improved quality of life

· Hope

· A normal and enjoyable life

· Less side effects and better monitoring and diagnostics

· Regimens for 2nd and 3rd line available

· Accurate information

· Accessible and affordable medicine

John’s answer and summary was: 
· Preparing HIV+ people for the task of taking medications and their unwanted effects is important to their successful and continued use.

Considerations in Providing HIV Treatment Education

· Range of approaches for different settings and different groups.

· One of the most cost effective and practical ways to provide education is through focus group discussions.

· Focus groups can refine positive people’s understanding of taking treatments so they can learn new skills that make it feasible and sustainable to take them.

· Learning in focus groups occurs through sharing information amongst peers who are faced with similar challenges and issues (Peer Support).

· Focus groups provide excellent opportunities for looking at issues like: 

· adherence

· close examination of daily activity structures, habits and fitting timing of medication with a person’s lifestyle.

· Exploring the lived experience of taking treatment

· Managing health and wellbeing

· Focus groups help explore potential barriers to adherence so that strategies can be developed to overcome them.

· Plan well ahead of time in organising focus group discussions, try and remove barriers to people’s participation.

· Build momentum where possible by writing up a story about the issues to be covered in the focus group and distribute to service providers with the scheduled date for the group.

Focusing on Managing Drug Side Effects

· Focus groups can provide an opportunity to develop strategies to reduce their impact.

· Many non pharmacological approaches can be used to reduce in part some of the common side effects of ARV’s.
Other Approaches 

· The use of panels of people with expert knowledge discussing particular situations is often a good way to open up discussion about a subject, and triggers people’s thinking about that topic.

· Role playing particular life situations and challenges is also a highly effective way to engage people in identifying and thinking about overcoming those challenges.

· Supporting HIV+ people where possible with individual counseling and education has proven to be highly beneficial.

Your Approach

· Which of these methods (e.g. focus groups, panels etc) do you think would best suit your local situation?

· Are there others you might use?

· Are there any issues or problems you might encounter?

Some Tips

· Remember that one model will not address everyone’s needs.

· A balance between health and lifestyle issues should be maintained.

· Keep communications flexible and simple.

· Keep your mind on the outcome you want.

· Listen carefully to what they really mean.

· Be clear what the focus is when giving information or running groups. What do we want to achieve?

· People will look to you for advice.

· Make sure you know your subject well! 

· Where possible make learning fun and enjoyable. Humour can be an very effective way of opening up communication.

· Target the most pressing treatment issue that people are dealing with in your local area. Setting priorities where the need is greatest.

· Find a balance between providing information and having discussion.

· Build relationships and work with local providers to expand the reach and involvement of HIV-positive people and generate interest in activities.

· Engage people’s thinking when presenting new information. Avoid using only a didactic approach, be inventive, be creative, use visual aids.

· Remember education is not the end of a process, it is a beginning and there are many steps along the way.

What is advocacy? Examples of Thai Advocacy

Session time:  1430-1530
Facilitator/Speaker: Nimit Tienudom, Tui, Paisan

Brief Summary of Discussion
After a famous ice-breaker from Chiang Mai called “jump to the left and shake shake shake”, Tui and Nimit asked country groups to spend 10 minutes to discuss why PHA can’t access treatment in their countries. Why did they ask this question? In order to do advocacy, we have to identify the problem first! 
Country reporting.

Cambodia: Lack of communication and information between PLWHA and health provider, lack of health services, PLWHA do not have money for transportation

Laos: Poverty of PLWHA, care centres are only in 1 or 2 places, and transportation is expensive, public health centres are limited, and lack of knowledge of PLWHA.

Thailand: negative attitude of healthcare providers who believe AIDS=death; ARVs are expensive – the ones that are not included in national health service. Sources of funding have to come from external – like the Global Fund

Indonesia: lack of knowledge and information, high price of drugs and low income

Malaysia: lack of information and knowledge, especially in rural areas; lack of accessibility of treatment and services, some PLWHA do not want their families or others to know their status so don’t take drugs – stigma and discrimination; lack of hope by PLWHA. Still unaffordable
China: Lack of information and skills for PHA and healthcare providers; PHA face heavy discrimination from society and are afraid of exposure; policy obstacles

Philippines: Drugs too expensive and not available. Stigma and discrimination, WTO rules that prevent importation. Available only in Manila. Sustainability.
Vietnam: poverty and lack of employment for PLWHAs; insufficient facilities in hospitals to provide treatment, lack of information for PLWHA, stigma and discrimination, cost of drugs, lack of mobilization of PLWHA to assist with advocacy; mechanisms such as parallel importing are not working; doctors have lack of knowledge and do improper referrals.

There are many of the same problems identified. There are three main areas: PLWHAs – lack of information, fear of disclosure; healthcare system – bad attitude, not enough resources; policy level – some countries have no policies on AIDS or they do have policies but they are not working.

There are still PLWHA who cannot get treatment in Thailand, and they have the same problems. AIDS drugs are expensive, the government does not commit to give ARV in the National Health Care Scheme, poor quality of treatment and most PHAs lack knowledge about treatment and care.
Examples of Thai advocacy were given. One campaign was “AIDS can be treated”. It was an education and communication program for PLWHA.  Another campaign was an advocacy campaign on the “health care scheme”. The issues for advocacy were that the government must provide health care service for all, the government must provide care and treatment for PLWHA and ARV must be included in the health care scheme. They got 50,000 people to sign a petition to the government.

Another campaign was on social policy: the drug patents movement. The aim was to provide an alternative for PHA to get access to drugs while the government system is not yet in place – i.e. a buyer’s club. Other aims were to increase understanding on “patent law” among NGOs working on AIDS and the PLWHA network, to urge the government to change the unfair patents that affect people’s health and to advocate for a lower price of ARV and demand the government to support GPO to produce ARVs.

An explanation was given on the WTO/Free Trade Agreement movement. The aims were to update and increase knowledge about the WTO/FTA among PHA and NGOs, to advocate to demand the government to withdraw drug patent from the Free Trade Agreement with the USA, and to review and rewrite Thai patent law which is based on the Doha agreement on Paragraph 6 (the use of compulsory licensing to produce, export and import drugs). “You don’t get access to ARV without a long and hard struggle.”

Lessons learned from Thailand

· PLWHA are the experts and key resources to support health care infrastructure to make prevention and treatment programs a success

· Advocacy “WINS” are not enough – we have to make it mean something ON THE GROUND

· Cannot leave out marginalized groups (sex workers, drugs users, migrant workers and others) – need to ensure active participation in all programs and policy development. Often they can’t represent themselves because their activities are illegal. 
· AIDS not a public health issue ONLY and human rights issues must be addressed.

Issues to consider: where is the treatment? Too many people are dying, are infected and do not have access to medicines. Only 300,000 are on ARV currently, the WHO goal is 3 million by 2005 but the GFATM is only providing treatment to 700,000 by 2008. Patents, the WTO and FTAs are blocking access – the power of wealthy countries. We also need better treatment. In Thailand, GPOvir is the first line regimen, but second line and better treatments are necessary. If you don’t demand something from the government, the government is not going to give it – ACTION = LIFE.

Questions:

· It was asked whether the campaign took five years to set up and whether there were ways that other countries could cut down the time. Answer: it did take more than 5 years to develop this campaign. They will think more about this and answer this tomorrow.
· The experience was shared from Indonesia that a strong base is needed. Even if there are generic drugs being produced in Indonesia, in some areas of the country, PLWHA do not have sufficient information. There must be parallel processes that include treatment education. 

· In Thailand, building relations with healthcare professionals and doctors assisted in advocacy with the government.

Workshop session: How to do advocacy

Session time:  1545-1730
Facilitator/Speaker: Don Baxter, Susan Chong
Brief Summary of Session

Country groups were asked to define: what is advocacy?
Answers:

China: For its interest through means of influencing public opinion and asserting social pressure in order to promote a certain concept for the result for policymakers to take action. 

Vietnam: To bring all people together to advocate for policy change based on the shared value for everyone

Thailand: Advocacy means to change and make better policy, to disseminate information, to communicate with the public and build public awareness

Laos: To support and provide information, for example, an advocacy workshop in a village, or a youth workshop to gather people together to support young people. 
Malaysia: To react and voice to obtain changes in policy and implementation

Cambodia: strategies and ways of actions designed to influence those who hold power in government and other institutions, practices to benefit those with less political power to attain particular results

The Philippines: Individual effort or coming together of like minded people to push for change, the last tool for behaviour change compliments.

Indonesia: Ways that conduct to influence or to change something based on common welfare to put our perceptions together with activities that conducted in the open

It is particularly important to note, as in Cambodia’s example, that advocacy involves those with power, not only in government, but those who have money, donors, health systems, health care providers and other influential people. Advocacy happens in different ways in different cultures.

A resource page from the Alliance toolkit called “advocacy in action” was considered (advocacy and related concepts, p. 13). Sometimes we confuse IEC (information, education and communication) with advocacy. The clear difference is that while information provision can be very important for building support for people living with HIV/AIDS and building a strong base, it is primarily an information exercise. Advocacy involves particularly influencing people in positions of influence and power. 

How do we know if we have been successful? We can use “indicators of success”. This could be that the policies that we want changed have improved in some way. It could take months, it could take years. 
Groups were asked to discuss what is a primary issue that they would like to solve and discuss further in tomorrow’s session. 
The responses were:

Cambodia: 1/ access to ARV 2/ stigma and discrimination

Vietnam: policy change for more equality for PLWHA; information for PLWHA

Laos: 1/ access to ARV

Thailand: 1/ harm reduction for IDU

Malaysia: influence the influencers in their country, to move people in their country

The Philippines: Education for family and partners especially outside Manila

China: Government to increase money to ARV treatment and issue compulsory licenses to produce generic drugs

Indonesia: To get 25 hospitals who provide ARV to affirm their operation procedures; punishment and penalties to hospitals who are not following them. 
Rapporteur’s Notes on Day 3: 23 Sept 2004

Report back from Day 2 Daily Schedule
Session time:  915-945
Facilitator: Andy Quan, Frika Iskandar

· A review of yesterday’s evaluation was given (see evaluation report)
· A review of the expectation’s check was given by Susan Chong

Country Presentations
Session time:  945-1045
Presentation on Laos

(PowerPoint Presentation)

Brief Summary of presentation

· An explanation was given of the Lao National Network of PLWHA, LNP+, which was established in September 2004. There is a chairperson, a vice-chairperson and two representatives each from five provinces

· Background information was given on Laos. The population is about 5.5. million people.

· According to the statistic in year 2000-2003, there are 1,086 PHA by the result of people testing blood 88,803. 

· There are 1,086 PLHA out of testing of 88,803 people. 

· There are only 98 PHA in Laos on ARV, 90 supported by MSF, Switzerland and 8 supported by World Vision in Thailand

· In Savannakhet-year 2000-2003, there were 13,203 tested blood and five hundred and thirty five are HIV positive. In Jan-Aug 2004 the figure of PHA are creasing fifty five.

· ARV drugs are imported from India. MSF imported them with approval of Lao government and in response to demands of PHA.

· Activities include Monthly Group Meetings which include education on basic knowledge of HIV/AIDS, ARV and OI education, and care and self care education. They also run community self care workshops, ARV and OI treatment education in hospitals and are volunteers at funerals. 

· Problems include the poverty of PHA, a lack of information, stigma and discrimination from their PHA’s own communities, funding, and that PHA still have no chance to join AIDS national strategy plan meetings. 

· The benefits are: PHA have more knowledge about treatment including side effects, the community accepts PHA, and PHA and their families know how to take better care of themselves and each other

· The way they will overcome obstacles and challenges are: fundraising, PHA demanding the government to support NGOs to import and produce ARV drugs, continuing to perform self care workshops, continuing to organize monthly group meetings, training health care workers – doctors and nurses (“the care keepers”), and PHA advocating to be on the National AIDS Committee. 

· They also plan to continue to run self care workshops, organize monthly group meetings and train doctors and nurses

Questions or comments

· Indonesia: Estimation of number of people who need treatment compared to the difficulties of production of generics. There are probably too few people, so it’s better to consider importation

· Vietnam: How many people involved in this PHA network, is this only in the urban area or also includes from other areas, e.g. non-urban? Answers: 10 people, 2 from each province (there are 5 provinces) – members are strong and healthy

Presentation on Cambodia

(PowerPoint Presentation)

Brief Summary of presentation

Update

· Approximately 13 million people

· HIV prevalence rates: 157,000 people living with HIV/AIDS between 15-42 in 2002, 2.6% prevalence

· More than 4,100 people as of August 2004, according to Cambodian PLHA Network (CPN+), up from 250 in 2002 and an estimated 1,700 in 2003.

· Target is to reach 25% of people with advanced HIV infection by 2005

Activities

· Campaigns such as World AIDS Day, candlelight memorial and other events.

· Media campaigns, satellite meetings, actors and actress

· Parade: CPN+ with its 500 members organized a parade and developed a statement and petition to the government to get support for ARV treatment.

· Submitted a proposal to the Global Fund

· Collaboration with the Ministry of Health and other stakeholders

Outcome

· More support and involvement from PLHA and other key stakeholders

· Reduce stigma and discrimination

· Support from the government

· More PLHA get access to treatment

· Family members and caregivers know the importance of taking care of the health of positive family and community members. 

Challenges

· Lack of information and knowledge of PLWHA

· Lack of income generation

· Stigma and discrimination in rural areas

· Funds depends on donors

Questions and comments:

· How to get people to attend events
Presentation on Thailand

(PowerPoint Presentation)

Strengthening PHA Group and Partnership Building – a presentation by the Holistic Care Center

A way of involving government administrator, authorities and PHA group. 

Problems
· High drop out rates in government access to care program

· Inadequate staff in hospitals

· Lack of PHA involvement

· Misbelief that AIDS Cannot be Treated rather than AIDS Can be Treated

· Inadequate AIDS Knowledge and Treatment literacy among PHA and health care providers.

Strategies

· Capacity building of PHA

· Discuss with MOPH and CDC how PHA can support activities of access to care
· PHA representation on access to care committee
Activities

· Home Visit by PHA and meeting between PHA and health staff

· Monthly group meetings

· Training PHA on OI/ARV, Counselling, Continuum of Care and AIDS Rights

· Building Core PHA “Barefoot Doctor” – PHA who can do training with other PHA
What next?

· Advocate for ARV access in IDU, Sex Workers Mobile Population and Ethnic Groups

· Put more pressure to Governor to speed up process including ARV drugs in national health scheme

· Second line regiment o those Who develop drug resis5tannfe

Presentation on human rights and advocacy
Session time:  1130-1200
Speaker: Sunil Pant
Sunil Pant congratulated participants on their hard work and their progress on treatment access. He gave a short presentation on linking human rights with treatments advocacy work, and especially on HIV/AIDS. People who are vulnerable to HIV/AIDS are marginalized in many ways, poverty, or due to particular behaviour. Sunil works for the Blue Diamond Society which works with sexual minorities, with a particular focus on HIV/AIDS and human rights. These groups are excluded from families and society, and they face huge discrimination from society.
Blue Diamond were successful at advocating for the inclusion of sexual minorities in the national strategic plan on AIDS. Two years ago, they found out about the workshop where they were planning this and went to this uninvited. Discussions took place over 6 weeks – and they made their presence known at the discussion. They met with donors and government and other stakeholders to recognize that male to male sexual behaviour is a risk for HIV infection and this happens at all levels of society, even though there is little access to HIV prevention and education. Positive men who have sex with men need care, support and treatment.

To change policy, you need to be pushy, and make pressure. There are still no care and support and treatment programs for MSM, although MSM are included in the national strategy. Advocacy is not only one action, it is a process and we need to do more. We need to make them understand and to change policies which ultimately bring services for affected populations. 

The situation of sexual minorities was discussed. Sunil gave the example of what happened when 39 Metis were arbitrarily arrested and the actions that they took in response. It was a good example of how marginalized and vulnerable populations, affected by HIV/AIDS, are often subject human rights abuses, and that the ways to respond include working with the media, international partners, building relationships with key organisations and allies, and more. 
Workshop session: Applying advocacy to treatments access at country level
Session time:  1200-1300
Speaker: Don Baxter, Susan Chong

Brief Summary
Don Baxter will introduce the advocacy framework. A handout was distributed. Countries were asked to develop their advocacy plan on a particular issue. They were also asked to consider if they needed particular assistance in any areas – and this may form the basis for an application to the collaborative fund.
The advocacy framework is as follows

Step 1: Select an issue or problem you want to address – this was done during yesterday’s session. 

Step 2: Analyse and gather information on the issue or problem – it is likely that the country groups have already done a lot of work on this already
Step 3: Develop aims and objectives for your advocacy work – so rather than the one goal or big thing that you want to achieve, this to identify the objectives to be achieved on the way to that goal
Step 4: Identify your targets – the influencers, the policy-makers, the people making decisions. Who makes the decisions? In government for example, is it the Ministry of Health, is it the Ministry of Finance? Is it the government or the party? Knowing who the targets are influence how you do your work.
Step 5: Identify your allies – there are both public and silent allies – for example, those who work in the government who might have a family or friend who is HIV positive or gay or a drug user, and who cannot talk publicly about that. 
Step 6: Identify your resources – these could be both financial resources and human resources, which are often more important for the work we do, knowing which people can be counted on to do the work. 
Step 7: Create an action plan – From this, you should have a clear idea of your targets, allies and resources and can move to planning the strategies and actions you are going to take. This might include the entire range of advocacy tools and strategies – letters, public media campaigns, demonstrations. What might or will work? You should also let your allies know what to expect and what timetable you are working towards – so they are ready to support it when the campaign is being implemented. The example of Thailand was given – and that while it has taken five years to happen, we shouldn’t expect that campaigns in other countries will take the same amount of time. There is much more international support and pressure to help increase treatments. We are all starting in a better place than when Thailand started in the 90s. 
Step 8: Implement, monitor and evaluate - 
90% of advocacy happens invisibly, before the public sees the final results or outcomes. Planning includes the many steps that happen above. Groups have all done advocacy in different ways – but this handout aims to be more systematic, to make sure that people are doing all the things that are necessary.

Groups were asked to record their conversations on butcher’s paper, and to appoint someone to report back for the group. 
Presentation of Group Work

Session time:  1630-1730
Don congratulated the participants on their hard work. Big companies pay hundreds of thousands of dollars to do this same strategic planning – and that similar to the work that we are doing for free! So, it is important to be proud of our work and its value.

Brief Summary of Presentations

Thailand

Advocating for treatment access of marginalized groups in Thailand. 

The problems: attitude of society towards marginalized groups. Lack of health facilities that meet the real needs of the groups; the lack of relevant information on treatment and prevention; and the existence of policies that encourage discrimination and stigma

The goal: relevant policies and practical measurements on treatments and HIV/AIDS prevention has been developed in three years

Objectives: to develop networks on treatments and prevention among marginalized groups; to promote and support access to information by the groups; to develop care and treatment structures which allows full participation of the groups; and to advocate for better and clearer policy and strategic plan.

Target groups: Marginalized groups, NGOs, GO, Media, Local administrative organization, TNP+ and TDN Care Providers

Allies: TNP+, TNCA, TWAT, TDN, MSF, ACCESS, and TTAG

Activities: 
· Workshop on guidelines for care and treatments for marginalized groups 3 times per year

· Training of Trainers on OI/ARV 3 times per year

· Demonstration, parades, materials/visual aid i.e. newsletter, poster

· Workshop for media groups

· Produce IEC materials on OI/ARV that use relevant language according to marginalized groups

· Develop counseling curriculum suitable for marginalized groups

· Training on OI/ARV and AIDS knowledge for marginalized groups.

Indonesia
Step 1: 25 hospitals standard ARV procedures

Step 2: Refusal from 25 ref hospitals; Distribution ARV not being implemented generally, procedures are not standardized; PHA still don’t know about free ARV

Step 3: Make standard operational procedures system to 25 reference hospitals; Standardize the ARV distribution procedures system; penalty for those who violate the standards of procedures; IEC through support group and media.

Step 4: Targets: Ministry of Health, Indonesia; National AIDS Commission; Local government; local parliament; hospitals association; hospital board and director; PHA and community; aids teams in hospitals

Step 5: Allies: HIV/AIDS NGO, Human rights and law NGO; International NGO, National PHA network. Media, Local AIDS Commission and National AIDS Commission; 101 (Doctor’s Association) 

Step 6: National PHA Network; Friendly Funders; ARV Generic Producers; Human Resources

Step 7: Create national advocacy team (NAT), capacity building for NAT, National campaign for AIDS can be treated; Develop media strategy

Step 8: Implementation in 3 months – core team; framework and strategic plan. Monitoring and Evaluation: Monthly report using user-friendly software; evaluation quarterly report
The Philippines

Step 1: Scale out and scale up of treatment literacy and education

Step 2: What is happening? Effort is limited within manila; resources are limited (financial/human); non cohesive and collaborative effort with majority of stakeholders
Step 3: Aims and Objectives: overall - scale out and scale up treatment literacy and education of affected and infected community. Specific objectives: build the capacity of partners in the conduct of treatment literacy and education in 4 care and support hubs in the Philippines. 2 To increase awareness, education of target clients on ARV and OI treatment and prophylaxis 3/ To increase understanding of target clients on the concept and importance of quality of life and continuum of care 4. Increase demand on access to treatment by PHAs within the 4 hubs of care and support
Step 4: Targets: PHAs, Families of PHAs, Community volunteers and health providers, NGOs, Local government health facility workers (4 hubs); HACT team (4 hubs)
Step 5: Allies: Pinoy Plus, RAF, PAPFI, ACHIEVE, Volunteers, Other NGOs, media; 4 hubs: members of HACT; local NGOs; Local Health Facilities; Local PHAs; Local Media
Step 6: Resources: Fluid Resources – Collaborative Fund; human resources – our counterpart
Step 7: Action Plan: an action plan was developed with activities, a time line, and responsible agencies, i.e. training of trainers in 2nd and 3rd quarters carried out by PPA+ and RAF.
Step 8: Implementation
Cambodia

Step 1: Access to ARV and OI Treatment

Step 2: Circumstance: No funding, no access in rural areas; ARV is limited (dependant on donors); lack of testing and diagnostic facilities; lack of system to import drugs from other countries; health providers lack skills and knowledge in ARV treatment; stigma and discrimination; lack of treatment knowledge in Cambodia

Step 3: How? Build the capacity of PLHA groups in ARV treatment literacy

Step 4: PLHAs (support group leaders, deputy support groups)
Step 5: Allies: APN+, CPN+, NCHADS, NAA, POLICY Project, CRC, KHANA, Pact, CARE, MSF, MDM, WHO, UNAIDS, UNV, GIPA; and at the community level: local authority; PLHA, support groups and health providers
Step 6: Resources: human resources include MMM, support groups (leaders and deputy), PPN+, Red Cross Volunteers, NGO staff. Financial resources: facilities
Step 7: Action Plan:

· Set up working group

· Conduct needs assessment on training needs

· Conduct research to collect existing materials

· Base line information (pre-test)

· Conduct meeting to develop training curriculum

· TOT on treatment education

Step 8: Implementation of training curriculum; review/revise based on the feedback or suggestions from the participants
Monitoring: conduct pre and post test (during training); meetings with working group; field visits (TSV)

Evaluation: post test by comparing to pre-test
Vietnam
Step 1: Breaking the silence: increase awareness of HIV/AIDS and prevention among high risk groups: IDUs, Sex workers, MSM In Hanoi by providing brochures and leaflet

Step 2: Setting working committee to gather information; within bright futures group have discussion between groups; aims to gather information from people with previous experience from with groups plus health care workers; gathering information from specific group about specific needs
Step 3: Aims and Objectives: 
· Change behaviours among above groups to prevent HIV transmission
· Build respect for BFG and its work

· Build momentum to support HIV positive people who are IDUs, SW, and MSMs

· Share experiences among BFG and members of above group

· Build basis for future advocacy work because of knowledge gained in this process

Step 4: Targets: This process will develop new networks. Also, AIDS department in MOU, NGOs and Donors, Hanoi People’s Committee; Ministry of Finance; Commission of social issues of Parliament
Step 5: Allies: IDUs, Sex Workers, MSM groups; Bright Future Group; Local and International NGOs; Government; MOH
Step 6: Resources: Human Resources: Bright Futures Group, people from above groups; health care givers; health workers; advisors; government staff. Financial resources: we do not have funding. We need to get funding for project workers and advisors, and printing and design
Step 7: Action Plan: write submission by project workers for 
1/ survey 
2/ analysis information 
3/ design leaflets and brochures – pre-test 

4/ printing 
5/ distribution to high risk groups above and understanding networks

6/ monitoring and evaluation

7/ launch of the brochures and leaflets

8/ press release

9/ contact media

10/ ask ministries of health to the launch

Step 8: Implementation

· Distribute the brochures and leaflets to IDU, SW, MSM

· Monitoring

· Feedback from the community

· Assessment on how the intervention group changes behaviour i.e. increase of knowledge?
Laos

Step 1: all Lao access to ARV

Step 2: scan: poverty of PHA, lack of treatment education, public health service is limited, funds for transportation.
Step 3: develop aims and objectives for your advocacy work: 

· generating income of PHA and families

· community awareness base of treatment

· Level 1 basic knowledge of HIV/AIDS

· Basic knowledge of treatment (AIDS can be treated)

· Level 2: specific information about treatment

· What combination of drugs

· Results (how do you know treatment is working)

· Side effects

· Adherence, resistance

· Training for Caregiver, Health staffs, PHA leaders

· OI Treatment

· OI Testing

· Counseling

· Knowledge of HIV/AIDS

· Capacity Building and exchange to visit and study tour for key person

Step 4; targets: PHA and their families community, care giver, health staff and PHA leader, 

Step 5: allies: government NCCA/PCCA, MOH)

International and Local NGOs (MSF, UNICEF, UNDP, Care International)

Health care workers – doctors and nurse

Other PHA networks in the region

Step 6: resources: PHA group network; caregiver; volunteers; doctors and some nurses; some basic knowledge and document (IEC and information)

Step 7: Action plan

· Receiving fund for each group in Lao

· Fund raising on World AIDS Day and Red Cross day

· Campaign “AIDS can be treated” on Red Cross and WAD

· Self care workshop and training

· Ask for technical assistance regarding treatment such as Train OI treatment and ARV treatment, OI testing and more from experts (MSF government, others)
· Write the plan to MSF to provide ARV medicine to other provinces
· PHA working group
· PHA TOT to provide OI Treatment, OI Testing ,m Counselling and treatment information
Malaysia

Step 1: Lack of PHA involvement in decision and policy making
Step 2: Info: experience working with relevant bodies; the current situation is that there are no positive staff in MAC, why is this? Is there a policy against it?
Step 3: To speak and to be heard and to be part of policy and decision making

Step 4: target: the Malaysian AIDS Council, affiliates, office bearers/excos an the Ministry of Health, remembering that they are not the enemy
Step 5: Friendly NGOs, religious authorities, medical institutions, funders

Step 6: resources: human resources – PHA, social activists. Funds: from the collaborative fund, ministry of health, corporate funds and JAKIM

Step 7: Action plan. 1st national PLWHA conference 6 months from now with PHAs and allies of NGOs, caregivers, religious orgs, students, youth, MOH, MAC, and using the following resources: speakers, logistic, stationary, fliers, notes, funds, honorariums, podium, general, human resources = coordinator and working committee of PHA

Step 8: Network established, monitor = when we say something they listen; evaluate: we are welcome to part of decision making. 

China
Request for domestic production of 3TC in China

Analysis and gather information on the 3TC issue:

· 3TC is the most essential and important element for ARV treatment.

· China has use compulsory licence to produce 3TC.

· China has the capability of manufacture 3TC.

· The epidemic of HIV/AIDS in China is much more serious than the government estimation.

· Galexo monopolizes 3TC production.

· The agreement between the government and international pharmaceutical company has a lack of transparency.

· HIV patients in China have huge demand for 3TC.

· Some Asian countries already have started 3TC production.

· Chinese company has become main supplier of 3TC raw material to international market.

· Chinese PLWHA has made a lot of effort for access to 3TC, but not very effective. (buyer’s club)

Target of advocacy

· Chinese government adopt WTO agreement star-up compulsory licence for domestic production.

· Galexo gives volunteer licence to China for domestic 3TC production in China.

· Government open the agreement with pharmaceutical companies on 3TC issue to public.

Target group
· Government decision maker :MOH MOT MOF etc.

· Galexo company

· People’s committee 

Allies

· Local and international NGOs

· Medical professional

· Local pharmaceutical company

· Media

· PLWHA

· HBV positive groups

Resources

· Successful international experience

· Local NGOS

· ITPS movement

· Article of constitution 

· UNGASS

· Global fund

· Collaborative fund 

· MSF, OXFAM, patients group, WHO 3X5

Actions

· Media conference

· Draft open letter to government department and Galexo

· Collect signatures

· Regular teleconference between partners

· Make a case for public attention

· Lobbying people’s committee 

· Treatment education increase awareness

· Conduct training in 5 main cities for PLWHA activist from most part of the county.

· Conclusion on project sharing experience and plan for future activities. 

Rapporteur’s Notes on Day 4: 24 Sept 2004

Report back from Day 3, Daily Schedule
Session time:  915-945
Facilitator: Andy Quan, Frika Iskandar

· A review of yesterday’s evaluation was given (see evaluation report)

Country Presentations
Session time:  945-1045
Presentation on Vietnam

Brief Summary of presentation

· A country of more than 80 million people
· More than 80,000 people are HIV positive officially, but 200,000 are estimated

· About 70% are from 15-49

· Main transmission is through needle sharing

· 1000 people have access to drugs as of June 2004

· The goal for WHO 3x5 is 10-15,000 by the end of 2005

· Most people who are on ARV are taking it as part of a project

· Only about 50 people are using ARV through the national budget

· Some people who can afford it, import drugs from other countries like Thailand

· The big problems is stigma and discrimination, lack of OI drugs, and how difficult it is to access ARV. There is also a great lack of knowledge and information among healthcare providers – doctors and nurses – as well as among PLWHAs. Dual therapy was the norm before. After June 2004, there was pressure to go on triple combo therapy

· Domestic production of drugs is happening 

· There is no national network of PLWHA

· There are only a few beds for patients in hospitals – 70 in Hanoi – and only in big cities.

· Treatment is from big projects from international NGOs, like ESTHER program, MSF. All the projects are only in pilot stage, and limited.
· Ministry of Health prepares training of training for doctors. After September 2004, they will have a full regimen for PLWHA. 

· Mass media – TV and Radio – and in some village information centres

· A lot of challenges now in Vietnam: even if they have ordinance or regulations to protect PLWHA, there is still stigma and discrimination by doctors, nurses and government staff. So, PLWHA rights are not a reality. There is also a lack of involvement of PLWHA in activities. 

· A lack of knowledge in communities which leads to stigma and discrimination. 

· Another challenge is a lack of resources for drugs. Health facility capacity for diagnostics is limited
Questions and comments:

· Is there a methadone program for IDUs in Vietnam? There is a methadone program in only one province. There is a harm reduction program for PLWHA. The situation is difficult for IDUs – drug use is illegal and if caught by police, drug users are often sent to rehabilitation centres
· What is involved in the harm reduction programs? Methadone is only in one program, there is a needle syringe exchange program for IDUs, there is also communication about using condoms and clean needles. In Hanoi, there are condom vending machines and needle and syringe exchange

· Concerning the stigma and discrimination against PLWHA in Vietnam, what are the strategies to counter this? Communication strategy is to improve the negative image of PLWHA – which is associated with drug use and sex work – so they are trying to give positive images of PLWHA.

Presentation on Malaysia

· The presenter gave a personal testimony to begin the presentation: as a student in Singapore, he was tested and found to be positive. 
· Malaysia has 23 million people, the first case was reported in 1986. There are about 58,000 odd people who have HIV. UNAIDS estimated 180,000 infections.
· Many people die because they are diagnosed late. 

· HIV drugs are not affordable by many. 

· In November 2003, a national network of PLWHA was formed: PLUS M or M PLUS. 

· PLWHA were invited by the Ministry of Health for discussions and they raised concerns.

· A small buyer’s club has been started and is not popular at all because it is considered a threat to so many people up there.

· A network has been established with people from different parts of Malaysia.

· Areas to give attention to: 7,000 people need treatment but only 1,500 have access. One drug is supplied and it is necessary for PLWHA to buy two drugs except for certain groups. 

· Problems: Stigma and discrimination by public and private health officials – lack of PLWHA right to education – lack of treatment education and advocacy by less literate groups – lack of communication among themselves – lack of involvement by PLWHA – no national treatment plan, tokenism, no accountability of scaling-up, rejections of two global fund applications and no plans for more, no support staff for community development programs, suicide cases reported by PLWHA, no money for training. 

· A general lack of commitment by government and lack of resources. Problem of perception by international donors – they believe that Malaysia is a developing, not a developed country. 

· Goals: a national network of PLWHA, to develop an internet or national forum, partnership with UNDP leadership program in HIV/AIDS, publicize, education and mobilize, foreign funding of programs, GIPA, develop partnerships with UNDP, APN etc and MAC and the MOH. 
Questions and comments:

· The Malaysian representatives are from the same group but from different communities of support; one of the Malaysian representatives felt that the presentation was biased. There is a free government program, and for women and child program, and for health staff, i.e. some accomplishments

· Is there any PLWHA representation in national programs? No. The Malaysian AIDS Council have 2 PLWHA on their committee, but in general no. Malaysia is a signatory to GIPA. 5 members and 5 ex-co, 2 who are PLWHA. It was suggested that communication is opened up with the PLWHA, even if there is some antagonism.

· How do you plan on setting up a national network? They plan on targeting the Malaysian AIDS Council to have a dialogue. 

· Is room opening in programs for PLWHAs to participate? Yes, the presenter sat on a committee for a program but found stigma and discrimination on the committee.

· A comment from the participants said that the PLWHA community in Malaysia was organized, and that there was some momentum from their work in terms of GIPA and mobilizing. Unfortunately, those activists died, but there seems to have a real missed opportunity in terms of building on these efforts at the time. It is not too late now to do this – but efforts should be made to pick up where they left off, and develop PLWHA activism. 
What is the Collaborative Fund? ITPC Introduction.
Session time:  1100-1130
Facilitators: David Barr, Karyn Kaplan
Collaborative Fund for HIV Treatment Preparedness 
(POWERPOINT PRESENTATION)

A partnership of the International Treatment Preparedness (ITPS) coalition and Tides Foundation 

Community-driven, PLWHA – led funding program for HIV treatment preparedness activities:

· Grants to community-based organizations

· Support for regional networks

· Support for information distribution and technical assistance

What is treatment preparedness?

· Advocacy:

The Collaborative Fund provides an independent funding base for treatment advocacy.

Examples:

·  CCM participation and CCM “watchdog”

·  Fighting discrimination in health care

·  Registration of ARVs

·  Development of national PLWHA networks

What is treatment preparedness?

· Literacy and education:

Examples

·  Treatment awareness campaigns

·  Information about ARV treatment 

·  Peer-based adherence support

Southeast Asia Grants Program

· Following workshop, $200,000 in small grants to be distributed

· Small grants to community organizations and networks

· Applications will be simple and can be provided in any language

· Applications will be distributed in October/November

How will decisions about funding be made?

Community Review Panel (CRP)

· Made up of up to 10 community members

· Will set funding priorities, develop and review grant applications, and make all decisions about project funding

· PLWHA-led, geographically diverse, representation from affected communities, including women, drug users, MSM, etc.

· Transparent funding process

· CRP members first selected by Regional Planning Committee that planned this workshop.

· Term limits for CRP members, application process for new member selection.

· CRP will develop conflict of interest and confidentiality policies.

· APN+ will serve as CRP Coordinator

Tides Foundation

· U.S.-based public charity with a long history of funding community-based projects.

· Raises money for Collaborative Fund activities.

· Facilitates CRP process.

· Administers grants and reports to donors.

Grant Application Process

· CRP will set funding priorities based on the workshop discussions.

· Applications will be developed and distributed in multiple languages. Simple format.

· Support will be available to answer questions about your application.

·  The application will be distributed in October and will be due back in December. 

· The application will provide guidance and explain the program priorities.

Who can apply?

· Any community-based organization can apply.

· A group of organizations can apply together.

· National or regional networks can also apply.

· If you are not a registered organization, another group can act as a fiscal sponsor for you.

· You can NOT be a for-profit group.

· We will try to provide assistance to help organizations with registration.

· We need info on bank account in order to send you the money.

Grant Review Process

· APN+ will collect applications, translate them and distribute to the CRP members.

· Tides will check the financial and organizational information for accuracy.

· CRP will meet to review and discuss applications.

· CRP will look for well-defined projects and will seek to fund a diverse set of programs across the region.

· There will be two rounds of application review.

· Final decisions will be made by January.

· Funds will be distributed by February.

Technical assistance and support

· The Regional Planning Group and CRP will develop technical assistance and support for grantees in partnership with local, regional and international organizations.

· They will first conduct an assessment to learn about what kinds of assistance you want and how you want to get it.

· We will also provide regular reports to you about the Collaborative Fund and develop ways to provide treatment information throughout the region.

Preceding this presentation, Karyn Kaplan shared information on the International Treatment Preparedness Coalition (ITPC) and its listserv. Through listservs like this, the southeast and east Asia region of the ITPC organized this meeting.

Why was the ITPS important?

· Framework for treatment preparedness efforts that are community-driven

ITPS output

· Regional Action Plans

· Follow up meetings and exchanges

· A REPORT is available in Spanish, French, Russian an English

PLWHA/NGO On-line community

ITP Listserv and Regional Listserv and Subregional Listserv

On yahoogroups.com: 

· internationaltreatmentpreparedness 

· asia-pacific-treatment-access 

· southeastasiatreatment
Why use the ITP listservs?

· POST Information

Grant-Writing Workshop

Session time:  1130-1300
Facilitator: John Rock
(PowerPoint Presentation)

Grant Writing: Treatment Preparedness

Know What you Want

· Be very clear what you want funded

· Good to start with the outcomes you want, then work back

· Discuss them as a group first

· Assess your needs first - may have to:

· do some research

· gather firm facts and figures

· get some technical assistance to help you

· Keep the structure of the proposal in your mind

Possible structure

1. Summary of the proposal

2. Statement of the Background describing the issue or problem

3. Statement of Goals and Objectives - the outcomes

4. Statement of the overall approach

5. Description of activities - with time frame

6. List of resources required

7. Budget

8. Monitoring & Evaluation approach and system

9. Background on organisation making request

10. Other Support committed


1. Summary

· This gives a brief overview of what the grant application is all about

· It helps the reader by providing some context and format of the application

· It helps you to make sure that you have thought it through and can express clearly and simply what your proposal is all about

2. The Background

· The funder needs to know the situation that you face

· General background information, e.g.

· number of cases

· care and treatment currently available

· barriers they face

· issues of poverty, nutrition, stigma and discrimination, marginalised communities, vulnerability

· facts and figures where possible

· I.e. what are the problems?


Define the Gap

· The difference between the current situation and the outcomes you want is the “Gap”

· The Grant you are requesting is to address this gap

· State clearly who your proposal will help

3. Goals and Objectives

· These are the outcomes that you want. 

· This is what you started to think about before you even started to write the proposal

· There may be more than one

· Make sure they are consistent with the donor’s policies

4. Overall Approach

· This is the overall approach to addressing that gap 

· This is an overview of the overall activities you believe need to be undertaken to address that gap

· They should be clear and credible

· The detail will come later

5. Activities in Detail

· This is where you break down the overall plan into individual activities that can be costed and managed

· This part will include figures of how many, when and where

· There should be a realistic timeline

· Log frame might work well

6. Resources Required 

· It is quite possible that the resources required may be clear from the budget, in which case this section is not needed

· But if there are specific other resources that are required this is where you list them

7. Budget 

· Make it clear and credible

· Do not overstate or understate

· But include every cost including extra overheads

· Have line items that you can allocate expenses to easily in the management of the project

· Express items simply so that everyone can understand what they mean       


More on the Budget

· Use three or four headings with breakdowns under those headings

· salaries, meetings, training, project costs etc

· For large items get quotes

· Specify currency (donor might determine)

· Clear trail of expenses for audit purposes

· Financial transparency

8. Monitoring and Evaluation

· Clearly state how you are going to monitor the project

· State clearly how you are going to evaluate whether you have met your objectives and achieved the outcomes you require

· Make sure that you make a statement about sustainability
9. Background of Your Organisation

· Who you are (contact details)

· When you were formed

· What you do

· Official status (registered, national or regional, official recognition)

· Your own resources, competencies

· Why you have the ability to run this project

· Examples of previous successful projects 

10. Other Support

· Here include any other commitments of support that you have

· Either other funding for part of the project or for parallel projects

· Outside resources and technical assistance you can draw on

The Basic Rule

· KISS

· people are busy

· overall message and the actual words need to be easy to follow, concise, compelling and basically simple

· short, clear easy to follow sentences limited to one subject

· Long and detailed enough to be clear but no longer!


Some Other Thoughts

· Be Memorable - make your application interesting and compelling

· If you have more than one objective make the proposal “parallel”

· Make sure that what you are applying for is consistent with the Grant

· read the grant instructions carefully

· follow their format if there is one 


10 Top Tips

· Start early

· Use language of the donor

· Write clearly

· Format - tell a story

· Gender and environment

· Sustainability

· Monitoring and Evaluation

· SMART objectives

· Participation

· Other contributors

Common Reasons for Rejection

· Not clear what is being funded

· Duplication of other projects

· Not clear who the beneficiaries are

· Not clear that your plan will fulfil a need

· The activities are not likely to meet the goals

· Project is not sustainable

· Not a realistic time frame

· Not value for money

· There are better ways to achieve the same result







Final Thoughts

· Get someone else not involved in the proposal to read and edit

· Check spelling and grammar

· Make sure the layout is easy to read, not too much on one page

GOOD LUCK

Next Steps

Session time:  1400-1530
Facilitators: Andy Quan, Susan Chong, Frika Iskandar

Participants were asked to think of at least three tangible and concrete steps that they will do as individuals when they get home to follow-up the workshop. They were given 10 minutes to do this, and then individuals were asked to report back from each table
Examples of Responses were

Cambodia
· Share w/PLWHA, leaders what happened about meeting

· Develop proposal to Collaborative Fund

· Make plans come through

· Identify interested partners to join in writing proposal

Malaysia

· Share experiences w/community

· Meeting to design and write proposal

· Identify and get NGO/government involvement to make project a success

Philippines

· Present concept to larger group for comments/input

· Identify allies (as many as possible)

· Think tank committee meeting

· Finalize proposal to submit to Fund

China

· Form PWA network in province
· Media cooperation for public awareness

· Share info from workshop w/other members

Laos

· HIV/AIDS info/treatment education - provide to others
· Volunteer at Savannaket Hospital

· Bring new info from Pattaya to share w/Lao PLWHA/community

· AIDS Can Be Treated message dissemination

· Conduct group work to write proposal

VN

· Share info from workshop w/other groups

· Network of PLWHA in VN

· Communicate w/MSM IDU CSW

· Capacity Building

Indonesia

· Write news about treatment advocacy to disseminate

· AIDS Can Be Treated Message

· Workshop info disseminate to Indonesian mailing list

Thailand

· Share info from workshop to partners

· Develop a project for treatment to vulnerable groups 

· Distribute proposal through channels including radio, website

· Develop how to write a proposal and share w/partners

Individual:

· Promote HIV testing among vulnerable groups

· Drop in centres for addicts and others vulnerable groups
Steering Committee

· Think about how to help new friends to reach their goals

· Support PLWHA groups in the region (NAPWA-Aust.)

· Support ITP through technical assistance

· Kiss husband (Frika) and do laundry and prepare for wedding party

· Raise more money

Participants were reminded about their expectations made during the first session of Day 1. They were then asked whether their expectations were met

Two Individual Comments:

· Not to let this be just a workshop but one that is fruitful and to keep in touch with new friends. (Malaysia)
· I wanted to learn how to write effective proposal, especially concerning the collaborative fund and now I have gotten ideas to do this. (Cambodia)
The names of country groups were chosen from a hat to perform at the evening’s party!

PARTY performances in order of presenting:
Malaysia; Cambodia; China; Thailand; Laos; Australia/US; Philippines; Indonesia; Vietnam

Workshop Evaluation

Session time:  1530-1600
Facilitators: Andy
Participants were given and lead through the final overall evaluation
MEXICAN WAVE

Closing words and thanks

Session time:  1600-1630
Facilitators: Greg Gray

Greg gave a big thank you to everyone who made this meeting such a big success and asked for a round of applause!
He told the participants that the hard work is when we go back home and apply all we’ve learned.

Thanks go the participants, translators, presenters, steering committee, note takers, and admin staff. 

Certificates of participation and group photos were distributed and the meeting ended with a slide show of photos taken during the meeting.

Appendix 1: Program

SE Asia Treatments and Advocacy Meeting Agenda (version 20 Sept)
Venue: Cosy Beach Hotel, Pattaya Thailand

21 – 24 September 2004

DAY 1   Tuesday, September 21
Welcome and Treatments Overview

	Time
	Sessions
	Presenter/Moderator/Facilitator



	9.00 - 9.45
	Opening: Welcome, introductions, background and goals of workshop, schedule, logistics/housekeeping, questions, expectations check, etc.



	Greg Gray, APN+


	9.45 - 10.15
	Preliminary introduction to TIDES and Collaborative Fund

	David Barr, TIDES Foundation

	10:15–10:30
	Break 







	

	10.30 –12.00
	Treatment Education Workshop




	Ms. Aree,  Ms. Lawan MSF-Belgium/Thailand

	12:00 – 1.30
	Lunch
	

	13:30–13:45
	Icebreaker
	

	13:45–16:00
	Treatment Education Workshop and Questions and Answers




	Ms. Aree,  Ms. Lawan MSF-Belgium/Thailand

	16.00-16.15
	Break 









	

	16.15– 17.15
	Introduction to Thai advocacy: Examples from Thailand – 100% Cotrimoxazole Campaign / Buyers Club
	Lawan, MSF / TNP+


	17:15-17:20
	Evaluation of Day 1 and mood check
	Andy Quan and Susan Chong

	17.20-17.45
	Country groups: preparation for presentations / feedback on day 1
 
	

	
	Dinner
	

	19.00 – 21.00
	** Evening Satellites 


	optional

	
	I. Buyer’s Club
	P’Joi and Lawan


DAY 2

SE Asia Treatments and Advocacy Meeting 
TREATMENT EDUCATION AND ADVOCACY
	Time
	Sessions
	Presenter/Moderator/Facilitator



	9.00-9.30
	Report back from day 1

Daily Schedule



	Andy Quan, Frika Iskander


	9:30 – 9:45
	Icebreaker







	

	9:45 – 10:45
	Working within Our Communities 

Presentations by participants on Treatment Education or Advocacy Initiatives with time allotted for Q & A after each presentation



	(3 pre identified country groups to make brief presentations)

	10:45 – 11:00
	Break




	

	11:00 – 13.00
	Moderated Discussion: Treatment literacy and education in our local settings – needs
	John Daye, NAPWA Australia

	
	Treatment literacy and education in our local settings – needs, challenges, opportunities; how do we strengthen our efforts?
	

	
	The session may include break-out groups by country for participants to discuss particular national issues, and will try to cover topics that will appeal to people already having basic information
	

	13.00-14.30
	Lunch






	

	14:30 – 14:45
	Icebreaker/energiser



	

	14:45 – 15:45
	What is Advocacy / Example of Thai Treatment Advocacy

	Nimit, Tui, Paisan

	15:45 – 16:15
	Advocacy discussion: examples, challenges, country situations, opportunities, human rights framework, advocacy on treatment education

	Susan Chong

Don Baxter

	16.15-16.30
	Break





	

	16.30- 17.30
	Advocacy discussion: examples, challenges, country situations, opportunities (continued)
	Susan Chong

Don Baxter

	17:30-17:35
	Evaluation of Day 2 and mood check
	Andy and Susan

	17.35 – 17.45
	Country group feedback meetings





	Steering committee and nominated person from each country group

	19.00 – 21.00
	** Evening Satellites 


	optional

	
	I. Continued discussion on the ‘science’ of HIV Treatment 

	Kevin Frost


DAY 3

SE Asia Treatments and Advocacy Meeting 
Treatment Advocacy Focus
	Time
	Sessions
	Presenter/Moderator/Facilitator



	9.00-9.30
	Report back from day 2

Daily Schedule



	Andy Quan, Frika Iskandar


	9:30 – 9:45
	Icebreaker







	

	9:45 – 10:45
	Working within Our Communities: 

Presentations by participants on Treatment Education or Advocacy Initiatives with time allotted for Q & A after each presentation



	3 pre identified country groups to make brief presentations

	10:45 – 11:00
	Break




	

	11:00 – 12:00
	Applying advocacy to treatment access – including human rights framework - presentation and discussion
	Don Baxter

Susan Chong

Karyn Kaplan

Sunil Pant

	12:00 – 13:00
	Treatment advocacy group work 
	

	13.00-14.30
	Lunch






	

	14:30 – 14:45
	Icebreaker/energiser



	

	14:45 – 16:15
	Group work (cont)
	

	16.15-16.30
	Break





	

	16.30- 17.30
	Presentations on group work
	

	17.30 – 17.45
	Country group feedback meetings





	Steering committee and nominated person from each country group


DAY 4

SE Asia Treatments and Advocacy Meeting 
The Collaborative Fund, Grant Writing and Next Steps

	Time
	Sessions
	Presenter/Moderator/Facilitator



	9.00-9.30
	Report back from day 3

Daily Schedule



	Andy Quan, Frika Iskandar


	9:30 – 9:45
	Icebreaker







	

	9:45 – 10:45
	Working within Our Communities: 

Presentations by participants on Treatment Education or Advocacy Initiatives with time allotted for Q & A after each presentation




	3 pre identified country groups to make brief presentations

	10:45 – 11:00
	Break






	

	11:00 – 11.30
	What is the Collaborative Fund?



	David Barr 

Tides Foundation

	11.30 – 13.00
	Grant-writing Workshop an overview 


	John Rock

NAPWA 

	13.00-14.00
	Lunch






	

	14.00 -15.30
	Next Steps 

Participants will be asked to think of three things they intend to carry out when 

they return to their respective communities and to identify partners to work with
	Susan Chong

Andy Quan

	15:30 – 16:00
	Workshop Evaluation





	Andy Quan

	16:00 – 16:30
	Closing – wrap-up
	Greg Gray

	19.00 till late
	Farewell Party and BBQ 
	MC’s: Greg and Frika


Notes:

· Icebreakers are generally twice a day. Country groups will be asked to volunteer to do 5 icebreakers.

· At the end of each day’s activities there will be a session where each country can prepare country/community presentations. They can also use this time to discuss the day and generate feedback for the meeting. The steering committee will meet at the same time as the country groups, and will review the daily evaluations, which Frika and Andy will report on at the start of Days 2, 3 and 4. 

· Steering Committee members will be appointed to help and support country group discussions

· Lunch will generally be 1.5 hours everyday
· Materials to be distributed include the WHO Guidelines on ARV Treatment, the OSI report on Breaking down barriers for treating IDUs, and proposal writing guidelines. 
Parking lot

· Ideas in the parking lot will serve like a daily evaluation – it will be reviewed by the Steering Committee and if needed, will be addressed the next day
Appendix 2: List of Participants

	Name
	Organization

	 
	Funders
	 

	1
	David Barr,  Mr.
	USA

	 
	Steering Committee
	 

	2
	Greg Gray, Mr.
	APN+

	3
	Karyn Kaplan, Ms.
	TTAG/TDUN, Thailand

	4
	Edward Low, Mr.
	Malaysia

	5
	Anouxay B., Mr.
	Lao Red Cross

	6
	Wan Yan Hai, Mr.
	China

	7
	Irene Lorete, Ms.
	AHRN

	8
	Susan Chong, Ms.
	Malaysia

	9
	Andy Quan, Mr.
	AFAO Australia/APCASO

	10
	John Rock, Mr.
	NAPWA Australia

	11
	Robert Baldwin, Mr.
	Australian Red Cross 

	12
	John Daye, Mr.
	NAPWA Australia

	13
	Sunil Pant, Mr.
	Blue Diamond Society, Nepal

	14
	Frika C., Ms.
	Spiritia Foundation, Indonesia

	 
	APN+ Coordinator
	 

	15
	Tasanee K., Ms.
	APN+

	16
	Siroat Jittjang, Mr.
	APN+

	17
	Pannapa L., Ms.
	APN+

	 
	Presenters
	 

	18
	Aree
	MSF

	19
	Lawan
	MSF

	20
	Sirirat Kasisadapan
	MSF

	21
	Paisan
	TTAG

	22
	Tui
	AIDS Access

	23
	Nimit
	AIDS Access

	24
	Joy
	TNP+

	25
	Kamon
	TNP+
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Appendix 3: Evaluation Overview
Evaluation of Southeast and East Asia Treatment Education and Advocacy Workshop, Pattaya, 20 -24 Sept 2004 

Overview:

· Between 42-45 evaluations were completed a day

· Ratings were from 1 (poor) to 5 (excellent).
· The average rating given for all categories was 4.019 out of 5.

Considering a ranking of 4 as high, then the general satisfaction of participants with the overall workshop was good. Most importantly, the sessions that dealt with key areas of focus for the workshop -treatment literacy and education, treatments advocacy, and grant-writing- received the highest rankings, particularly when they were sessions that required country groups to work together, or had a high level of interaction. Also of note is that participants considered the workshop practical for implementing lessons in their own country: this category received the highest rating in the evaluations, only surpassed by satisfaction with the general administration of the conference.

The average rating for satisfaction with daily sessions rose each day. Day 1 was rated 3.84, Day 2: 3.91, Day 3: 4.05 and Day 4: 4.20. Rather than being more tired or disengaged with the workshop, the participants actually indicated an increase of satisfaction by the day.

Solely in terms of ratings, the sessions that received highest ratings were the grant-writing workshop, the science of HIV treatment satellite, presentations on the Collaborative Fund, group planning on advocacy and treatment literacy and education in local settings. The lowest ratings were for the Thai examples of What is Advocacy (including discussion of buyer’s club and the 100% cotrimoxizole campaign) and the presentation on human rights relating to treatments access (Nepal example). The evaluation indicates that participants valued sessions that were interactive and allowed for discussion more than presentations, but that presentations that had contents that interested them were also valued. 

Participants indicated the highest satisfaction with the administration and accommodation, icebreakers, and are clear on their next actions and ready to implement them. Participants were less satisfied with issues of translation, country presentations, and presentations in general. The worst rating of the workshop was for food and beverage!

However, the rankings above do not necessarily correlate with the sessions identified by participants as most useful: the treatment education workshop on Day 1, group planning on advocacy, grant-writing, treatment literacy and education in local settings, introduction on how to do advocacy and country presentations. A number of other sessions were also identified as useful: the Collaborative Fund, the science of HIV treatment satellite, the explanation of an advocacy framework, the buyer’s club satellite and the Thai examples on What is Advocacy?

There was not much consensus on least useful sessions for participants. 4 mentions each were given to country reports, the buyer’s club satellite and “none at all”. 3 participants were not in need of the grant-writing session, and 3 others indicated evening satellites, which is fine since attendance at these satellites was optional!

Other comments and observations

· Some participants wanted better facilitation, especially more lively or humorous facilitation.

· Three participants were unhappy about time management and that the sessions did not start on time; three others wanted more time, days and a looser schedule.

· Some proposed that there be more mixing between country groups, either during the session or during organised social events in the evening.

· More handouts and documentation were requested.

· The location was satisfactory but the room itself had problems with air conditioning regulation, and the pillars that blocked people’s views. 

· There were also a number of complaints about the noise of translation, presenters not speaking clearly or loudly enough, the overhead projector not being easy enough to read, and the English ability of presenters. It may have helped for more active facilitation, where a facilitator helped to summarize discussions and clarify certain points in clear English.  

· While ICEBREAKERS received a good score (above 4), the ratings were more divided (lots of 5s, some 3s). Lesson: people love them, or are luke-warm.

Analysis:

· The workshop was extremely successful, both in terms of content, management and administration. 

· The results of this evaluation should be disseminated to assist the planning of other regional workshops.

· Participants did not have a problem with non-Asian presenters or facilitators, but did have problems with presenters that did not speak English clearly.

· The workshop had certain limitations which the participants picked up on – i.e. translation in the room rather than by microphones; not enough written handouts and translations

· The schedule was full, but gave enough time for lunches and breaks, so that participants were not overexhausted.

· Focusing the agenda on a few key items and themes was also a success, and may have contributed to the sense of clarity by participants of their next steps.

The full evaluation report and rankings can be obtained by request through aquan@afao.org.au
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