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United Kingdom 
Community Advisory Board (UK CAB) 
HIV treatment advocates network 
 
Information for Community Representatives 
 
Introduction to UK CAB 
The UK CAB is a network for community HIV treatment advocates across the UK that was set 
up in May 2002. 
 
The three main aims of the UK CAB are to: 

1. Develop and strengthen a network of treatment advocates 
2. Provide expert training on current treatment issues and opportunities to meet with 

doctors, researchers and pharmaceutical companies 
3. Develop community representation in clinical trials and setting the standard of care 

 
Participation in the UK CAB is open to HIV-positive people and community advocates1. A 
valid email account is needed to join. 
 
Individuals join the UK CAB as members in their own right. Many members of the UK CAB are 
linked to a wide range of organisations in the UK. Members also include advocates that are 
not linked to organisations, and HIV-positive people who want to use the training offered in 
the workshops. 
 
A Steering Group of UK-CAB members coordinates development of the project. 
 
Treatment advocates' network 
UK CAB connects members via a web-based message board and face-to-face meetings. 
The message board enables members to contribute to clinical trials design, comment on 
treatment guidelines, communicate with other advocates and keep up to date with reports 
on the latest research. 
 
Expert training 
The core programme comprises 4 national meetings a year.  National meetings include 
presentations from experts, feedback from recent medical conferences and training on 
practical and technical issues. Speakers include leading doctors and researchers, 
representatives of pharmaceutical companies and experienced advocates. Meetings are 
limited to 30 people. Meetings are interactive, with questions, discussions and time to 
network. Transport and accommodation costs are paid for participants who live and work 
outside London.2 Background reading, presentations and reports from workshops are 
available on this website. 
 
The public can read meeting reports on the website. Meeting reports include a list of 
attendees (attendees who prefer not be named are omitted). 
 

                                                        

1 Directors and employees of pharmaceutical companies involved in research into HIV treatment and diagnostics, or employees of 
agencies providing PR, marketing and other professional services for these companies may not join the UKCAB. We work closely with 
industry, but the UKCAB is a community-based network, and it is important to respect this boundary. 
2 UK-CAB cannot provide any funding for people travelling from outside England, Wales, Scotland, Northern Ireland, Isle of Man or the 
Channel Islands. 
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Governance:  About being a Community Representative 
 
Context:  The way UK CAB work reflects the history and current development of the network. 
UK CAB was started by HIV i-Base in 2002. At the beginning, HIV i-Base advocates directed 
the programme. A Steering Group of members now directs the programme. UK CAB is a 
working network not a legal entity. 
 
Who are the Community Representatives? 
 
UK-CAB provides community representatives for bodies that write guidelines that set 
the standard of care, clinical trial steering committees and data monitoring 
committees and some other working groups. 
 
Many of these groups are technical in nature, involving researchers, doctors and 
other professionals. The work usually involves attending meetings and reviewing 
documents. 
 
Community representatives are expected to contribute positively to these meetings, 
advocating a wide community point of view (not their own personal view). 
Community representatives are expected to actively gather views from members 
and report back in a timely way. 
 
It is often an advantage if community representatives are HIV-positive and open 
about their status. On some occasions this will be a requirement for becoming a 
community representative but in most cases will not. 
 
In many cases a community representative will need a good understanding of a 
particular aspect of HIV treatment and making a case based on scientific evidence. 
To increase the numbers of members who have this understanding we aim to 
develop a training programme for members give them the right skills and 
knowledge. There is already a shadowing arrangement whereby experienced 
members support development of a less experience colleague. 
Election and selection of community representatives 
 
Community representatives are elected wherever possible. For representative 
governing bodies, for example the BHIVA Executive Committee, community 
representatives are always elected. Sometimes candidates are selected against an 
agreed specification prior to election. 
 
Where particular skills and experience are required, community representatives are 
selected against an agreed specification. 
 
Whenever there is a selection - for a particular representative role or as candidates 
for election - the Steering Group makes the selection. The Steering Group may co-
opt other members and external experts to assist with this, or delegate selection to 
another group of members. 
 
Community representatives may be subject to ratification by the body in which they 
will participate. 
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What is expected of the Community Representative? 
 
Expectations, responsibilities and length of service for community representatives are 
set out separately for each position. As a general rule, representatives are expected 
to: 
• Have experience and knowledge in the relevant area of HIV treatment 
• Be able to express views assertively and objectively, and by drawing on 

evidence, rather than emotion, to make a point. 
• Provide a broad-based patient/advocate perspective, not just a personal one 
• Be able to attend all or most of the relevant meetings 
• Actively gather community views and opinions 
• Keep members informed of progress and outcomes, reporting back within 5 

working days of a meeting. 
  

A detailed knowledge of HIV science and treatment is not required, just a 
commitment to base views on scientific evidence and to learn more. In cases where 
there is an existing community representative, UKCAB will try to ensure a period of 
mentoring/shadowing is provided for the new rep by the existing one. 

Community representatives are public positions. Representatives' names are listed on 
the website. 
 
Community Representative election process 
Community representatives are elected wherever possible. For representative 
governing bodies, for example the BHIVA Executive Committee, community 
representatives are always elected. Sometimes candidates are selected against an 
agreed specification prior to election. 
 
Where particular skills and experience are required, community representatives are 
selected against an agreed specification. 
 
Whenever there is a selection - for a particular representative role or as candidates 
for election - the Steering Group makes the selection. The Steering Group may co-
opt other members and external experts to assist with this, or delegate selection to 
another group of members. 
 
Community representatives may be subject to ratification by the body in which they 
will participate. 
 

• Elections will be conducted via email. The secretariat will act as teller. A scrutineer will 
be appointed. 

• A description of the Community Representative role will be published on the message 
boards and/or website. 

• Candidates will provide a personal statement saying why they wish to be considered 
and how they will fulfill the role. 

 
If requested, candidates will provide the name of another member who endorses them 
standing for election. Entry into the vote will depend on this member providing an 
endorsement. 
 
A simple majority vote will determine the outcome. In the case of a tie the current or retiring 
Chair, or if there is no Chair, another current or retiring Steering Group member nominated 
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before the election, will have a casting vote. 
 
All members will be alerted to the deadline for offering themselves as a candidate and for 
voting.  All members will be alerted to the outcome. 
 
Resigning as a Community Representative 
A community representative may resign by informing the Steering Group. 
 
Ad hoc deputies 
The Steering Group will arrange for ad hoc deputies, for example when a community 
representative cannot attend a meeting at short notice. It is the representative's 
responsibility to tell the Steering Group this will be necessary. 
 
 
Removal of a Community Representative 
The Steering Group will remove community representatives who do not perform their 
role as expected. This will be a last resort. There is a simple appeal procedure against 
removal, but the Steering Group's decision is final. 
 


