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2. 
 FOREWORD

Since its inception, the Consortium has been concerned to ensure that both the views of service users and of people with HIV/AIDS are represented at a service planning and policy making level.  Over recent years it has supported the work of the Service Users/People with HIV/AIDS Working Group which comprises both positive people and senior managers in the sector. The brief for this Working Group includes the promotion of good practice in member organisations and in purchasers and commissioners.

In 1996 a number of these strands came together in a one day seminar held by the Consortium, This seminar considered the “Basic Principles of Service User Involvement/PWA Involvement in AIDS Service Organisations” prepared by the Working Group and looked at ways organisations could implement these.  These guidelines are one of the outcomes from participants requests at that seminar.

These Guidelines are designed as a practical tool for volunteers, staff, managers and trustees of AIDS Service Organisations. We hope that they will also provide a guide for purchasers and commissioners of service in considering what they should expect of the organisations that they fund. However, they do not contain an off-the-shelf policy or model procedures that you can adopt, nor do they proscribe what must or must not be in any policy that you develop. They aim to provide you with a tool for thinking about Service User/PWA involvement and guidance about the questions you should be asking. 

Service User/PWA Involvement is not an end in itself - it is a means to improve the service that you provide and the way in which you provide it. In short a meaningful policy will fundamentally change the way in which your service thinks and acts. Such cultural change cannot be brought about over-night, it requires both careful thought and the engagement and commitment of the entire organisation. 

We think that the results of such change will be worth the effort.

We hope that you find the Guidelines thought provoking, we also hope that they will provide you with a useful tool towards the implementation of strategies for Service User/PWA involvement in your organisation.

Jonathan Grimshaw

Chair - Service Users/People with HIV/AIDS Working Group

The Pan London HIV/AIDS Providers Consortium

3. Introduction

3.1 Involvement - A Means Not An End

Service user involvement has become the new issue for the 1990s. From mental health services to housing associations there has been a drive to characterise services as “user-led”. In many areas the push to service user involvement has been externally driven.  Funding bodies in all sectors are increasingly looking for evidence of policies on service user involvement as conditions of funding.  But as with equal opportunities before it, there has been a rush to write policies without necessarily thinking through the consequences. The development of a policy of involvement should not be seen as an end in itself, it should be seen as a means of changing the culture of your organisation - what it does and the ways in which it does them.

Within the wider statutory sector service user involvement reflects the cultural shift over the past decade from producer led services to those which are more consumer responsive - from the language of “clients” to “customers”. As such the shift has been largely created by “top-down” pressures arising from policy initiatives particularly around the creation of internal markets. 

At the same time, the voluntary sector has undergone an equally radical shift, from the passive language of “clients” to the dialogue implied by the term “service user”. This shift is in part a response to the external pressures placed upon agencies’ funding bodies but is also the fruition of the political and community development initiatives of the 1970s. 

Within the HIV sector the latter pressure has been particularly evident with so many of the early organisations in the field sharing roots in gay activism and, more recently, in the activism of other affected communities. These roots are still evidenced in the composition of paid and unpaid staff groups and the expectations of many users of service. For many organisation’s simply being “of” certain communities was seen as sufficient guarantee that they would provide a service that was responsive to the needs and aspirations of service users. In practice, both service users and service providers have begun to question whether this is sufficient to guarantee a voice to service users. Similarly, the commissioners and purchasers of services have added to these pressures and begun to demand evidence of “processes” that would ensure customer responsiveness of service user involvement.

However, the production of policies and the development of processes for service user involvement is not enough. Service user involvement is not an end in itself. It is a way of ensuring accountability and responsiveness, and, of empowering service users. In short it is a means to engender cultural shift in individual organisations and the sector as a whole. If service user involvement is to avoid the worst failures of equal opportunities policies in the last decade it needs to be fully integrated into the whole body of thinking and practices in an organisation. 

3.2 From Principles to Practice

The Pan London HIV/AIDS Providers Consortium has developed the Basic Principles of Service User Involvement. These will become a condition of membership of the Consortium and the Inner London HIV Health Commissioners Group has recommended to Health Authorities that they make them a condition of funding. However, the Consortium is keen to provide AIDS service organisations with practical assistance in considering how to implement these principles. 

These Guidelines form the first part of that assistance. They are not designed to be prescriptive, nor do they offer an “off-the-peg” solution in which you may wrap your organisation. These Guidelines are designed as a tool to assist your organisation to consider the issues and suggest strategies for implementation. 

Within these Guidelines we have looked at four stages of organisational activity where you may wish to consider the involvement of service users or people with HIV/AIDS. These are:

· Therapeutic - the involvement of individuals in planning their own care.

· Operational - the involvement of service users or people with HIV/AIDS in planning the day to day activities of your organisation.

· Strategic - the involvement of service users or people with HIV/AIDS in planning the future direction and development of your organisation.

· Governance - the involvement of service users or people with HIV/AIDS in the management of your organisation.

The degree of involvement of service users or people with HIV/AIDS in each of these organisational activities and the strategies for ensuring effectiveness of any such involvement will be different for every organisation and will depend on what you hope to achieve from this involvement.

3.3 The Basic Principles

In this section we look at the Basic Principles developed by the Consortium and explain why they are important.

1. An organisation’s equality policy and/or statements should positively include people living with HIV or AIDS.

The principles for the involvement of service users or people with HIV/AIDS should be fully integrated into the policies and practices of each organisation.

2. Any agency working in HIV/AIDS should consider how they empower and effectively involve both service users and people with HIV/AIDS and should have a policy and a shared understanding of what they do about this and why. Policies and strategies for user involvement require the commitment of staff and especially managers.

The involvement of service users or people with HIV/AIDS is not an end in itself. Organisations need to be aware of what they want to achieve by such strategies. Developing strategies will need the commitment of all stake-holders and clarity in what you intend to do and why will be needed to ensure this commitment.

3. Any agency doing this should include a suitable budget allocation for training and expenses for such involvement.

Strategies for the involvement of service users or people with HIV/AIDS are not without costs. These need to be planned for as with any other activity. The budget for this activity should not be seen as an optional extra but as important as any other core cost, from premises budgets to salary costs.

4. The support needs of any person representing service users and/or people with HIV/AIDS within management structures should be considered and addressed.

Alongside financial costs such as travel or subsistence the other support arising from the involvement of service users or people with HIV/AIDS in the management of agencies must be considered. These could be in the area of induction and training, or mean that the way in which meetings are conducted needs to be reconsidered. Once again, clarity in what you are hoping to achieve will be essential.

5. Service users, people with HIV/AIDs or any other community group whose involvement and opinion is sought should be consulted on how they would like to be involved and what strategies are used. It should be recognised that there is no one way to involve people and that a range of different involvement strategies will be needed.

Throughout these guidelines we will be looking at the different strategies that can be used. There is no single answer to the “how” of service user involvement - this will depend upon the particular “what” of your organisation. In developing your strategies for the involvement of service users or people with HIV/AIDS you should ensure that they are also consulted about how they wish to be involved.

6. Any consultation process used by an organisation shall clearly state how service users and people with HIV/AIDS will receive feedback on the results and how these results will be used within the organisation.

The key to ensuring the sustainability of any strategy for the involvement of service users or people with HIV/AIDS is feedback.  Where policy or practice is changed as a result of consultation this should be communicated. Similarly, if policy or practice is not changed as a result of consultation the reasons why also need to be fully explained.
CASE STUDY - The Four Cs London Lighthouse

The involvement of people with HIV and AIDS is central to vision of London Lighthouse which makes an explicit commitment: “To make sure that people living with HIV and AIDS are central in the organisation, so they can influence policies, develop services and actively contribute to the decision making process.”

Neil Fraser Chair of Lighthouse’s Service Users’ Consultative Forum reports that this commitment brings practical benefits. The forum meets every six weeks and provides an opportunity for service users’ to raise issues when staff are present to directly address any problems or concerns. It is an advisory body only, yet has been able to effect changes in the recent past. These include:

· The provision of extra disabled parking spaces on the street

· The extension of the smoking area and improved smoke extraction

· Improved telephone facilities on the Residential Unit

· Improved ramp from car park to reception for wheelchair users

· The provision of sub-micron filtered water in the Garden Cafe.
Susie Parsons, Chief Executive says that: Effective service user involvement demands clarity, cash, creativity and commitment.

Clarity about where the boundaries are is essential if people are not to be disappointed. I am always very clear with service users that I will not promise them what I cannot deliver, that I will consult them where appropriate and that I will never abdicate management responsibility for the organisation.

Cash is crucial to effective service user involvement. At Lighthouse, we provide staff time to service the Service Users Consultative Forum and to work with the service user representatives, out-of-pocket expenses and access to the telephone, photocopying and a computer.

Creativity means recognising that not everyone wants to come to a lot of meetings and finding new ways of involving people. Some people enjoy public speaking and Lighthouse service users take part in our regular Friday Open Mornings when we welcome visitors from all over the world, go out to schools to talk about HIV and AIDS, and do press and media interviews. Other users might run a mile from a television camera but will seize the chance to take part in planning targeted events, like our African Food Day last Summer, our International Women’s Day celebrations or our annual Pride events.

Commitment is needed right through the organisation. Service user involvement will not happen without dogged determination at the top - and good support for staff who may feel that their professional expertise is threatened, for example, by having service users involved in recruitment. And, of course, service users have to be committed too. As well as the Service Users Consultative Forum, we now have ten elected Service User Representatives who spend a lot of time promoting service user interests.

The Forum aims to have a named Service User Rep on site at the busiest times most days. This will give all service users the opportunity to contact the Forum directly. The role is not to resolve problems, but to facilitate their resolution by putting people in touch with the relevant Departments and, when appropriate, the relevant managers. 

Service User Representative Harold Robinson comments: Our quality of life continues to be an uphill battle and, as we approach the millennium, our support for one another is needed ever more. Lighthouse has given us a powerful foundation, but it is up to us what we  build. I feel a great passion with all of this and I look forward to every minute.
4. Getting Started

Service User involvement is not an end in itself. A properly formulated policy - and one which has any chance of working in your organisation - requires thought as to what you hope to achieve from it. At its best, service user involvement is a means to ensure that your service can both respond to and anticipate needs. It is a vital tool in both ensuring the appropriateness of your interventions and in effective forward planning of services.  For the individual, involvement is a means of turning them from a passive recipient of services to a participant in their own care.

In getting started there are a number of Golden Rules: 

· Know your organisation

Is your service of positive people e.g. a self-help group or for positive people?

Does it have clear objectives and are these known by all?

Is your service “demand” led, “needs” led, “funding” led or “user” led and who decides?

· Know your service users

Who are your current and potential service users?( 

What do they want from you?

What do you want from them?
· Create and communicate appropriate boundaries

What roles do you expect from staff, volunteers and service users?

How do you currently communicate these?

· Create and communicate realistic expectations

Are you clear about what you are asking?

Are you clear about why you are asking it?

Are you clear about what you will do with the information you gather?

· Listen

...and be seen to listen!

4.1 Creating An Overview

Before considering what you want to achieve from the involvement of service users or people with HIV/AIDS in your organisation it is worth considering who these groups may be. It is worth noting that service users are not synonymous with people with HIV/AIDS. 

People with HIV/AIDS may form constituencies of your current, past  or potential user groups. They may however, be interested parties, represented in your staff teams or amongst your volunteers. Similarly, service users may be from both the infected and affected communities, they may also be other professional or  community groups. Clarity in defining these stake-holders and addressing your strategies to these different groups are essential.

Before devising polices and strategies it is important to consider what you want to achieve.  There are a number of ways in which this can be done, however, if you want your service user involvement strategy to go beyond simple “customer satisfaction” monitoring it should involve consultation with all stake-holders from management and staff to your service users. 

4.1.1 CASE STUDY - Deciding What You Want To Achieve

A group of ASOs met to brainstorm what they wanted to achieve from their service user involvement strategies. They looked at a range of activities and how these could be improved:

Issue
Why service user involvement is important

Location of outreach services
To ensure that they are attended

Contributing to development 

of secondary prevention services
To keep in touch with the users’ reality

Development of practical policies 

e.g. smoking
To ensure that the service is welcoming to all.


To generate ownership of these policies and therefore compliance/self-policing and minimise complaints

Volunteer Development
To make users feel useful and encourage personal development


To break down the “them & us”

Membership of the Board
To keep organisation in touch


To provide people with HIV a means of control over their lives


To satisfy funders

In developing systems of consultation
To ensure that you get the questions right

Developing existing and new services

 and prioritising service developments
To ensure that they are used and what are wanted

Assessing how services are operating 
As a crucial strand in quality assurance


To change how these are run to ensure efficiency e.g. better opening hours

A role in volunteer and staff selection
To ensure that they are representative and/or sensitive to user needs

Planning of building
As a symbol of intent and organisational ethos


To ensure users comfort, accessibility and security


To enable a sense of ownership and minimise complaints

The group concluded that:  

It would allow us to pre-empt problems rather than react to them;

If extended to strategic matters it would enhance our capacity to plan, network with other agencies and have a better sense of direction;

Service user involvement in governance would send a signal that we have a culture of involvement and wish to listen; but,

We do need, however, to be clear whether we propose consultation or veto by service users; and,

We need to train/skill service users to participate.
4.2 The Processes For Involvement

There are four key stages to the involvement of service users or people with HIV/AIDS. These are:




The stage of any involvement that you decide upon will depend upon the nature of your organisation. 

Agencies that are OF the community that they serve need to incorporate service user involvement as a central plank of their ethos to ensure accountability.

Agencies that are FOR the community that they service should seek to be informed by the service users views but may not wish to be directed by them.
In preparing for your strategy for the involvement of service users or people with HIV/AIDS it is worth considering the way in which your organisation is currently working.

4.2.1 CASE STUDY - Understanding How Your Service Is Currently Operating

A group of ASOs met to brainstorm about what their services were currently doing to encourage involvement. The exercise that they undertook had three stages:

Stage One - to identify all of the factors that they could design to restrict service user involvement. 

Stage Two - to look at how many of these factors were present in their organisations

Stage Three - to look at what the consequences of this may be for their organisation. 

The results included the following conclusions:

 ORGANISATIONAL OBSTACLES

Not having  complaints, grievance, EO policies.

Having these policies but failing to implement them

Not letting service users see that these polices work (opacity vs. transparency)

Not using representative images

Not having staff and volunteers that appear representative to users

No statement of inclusive philosophy or of service users rights

A mission statement that does not explicitly encourage user involvement

Use of obscure, technical or inappropriate language

Disempowering culture with complicated systems and hierarchies

Mystique around professionalism

No awareness training for staff and volunteers, 

Overworked and “stressed out” staff and volunteers

Decision making (both operational or strategic) by a distant authority with any involvement purely tokenistic

No forums for users and no place for users to meet collectively and privately

Service user forums led by staff

CONSEQUENCES

The organisational consequences may be:

Usage would drop - although people may have no choice

Informal caucusing

Rebellion amongst service users

Anger from users leading to stress for staff

Staff would become demoralised, de-motivated and quite negative

Decisions may be inappropriate and uninformed

Change might not happen

4.3 Obstacles to Involvement

Before getting started their may be some other obstacles specific to your organisation or service that will complicate service user involvement.

Crisis services or prevention services may have particular problems in reaching service users because of the nature of the relationship that they have with their clients.  For example, unlike drop-in services an organisation providing advice may not develop a lasting relationship with its client group - people come when they have a problem and upon resolution their relationship with the agency ceases.

This does not mean that strategies for involving service users cannot be developed. For example, recall systems can be used to evaluate the way in which services have been provided and inform future developments.  It may also indicate the added importance of involving positive people who may not be current service users in the management or governance of such organisations.  Other strategies could include using representative fora from other appropriate organisations (e.g. those that refer clients to you) as a means of involving service users in your organisation.

Particular problems also relate to Counselling services.  The nature of the relationship with the service users may be compromised by involving them in the wider organisation.  Again this is not to say that strategies for involvement cannot be developed. Counselling services already involve service users quite extensively at the Individual/therapeutic level.  As with prevention and crisis services partnerships with referral agencies and the involvement of positive people in management and governance may also enhance any deficit in involvement at these levels.

Confidentiality has also been cited by a number of organisations as an obstacle to encouraging the involvement of people with HIV/AIDS in both service planning and governance.  The need to protect people’s wishes with regards to the openness of their HIV status is, of course, a key issue. However, the application of imagination to problems can result in strategies that overcome such obstacles. 

For example, self-help groups that are part of the Network of Self-Help HIV & AIDS Groups are required to ensure that at least two-thirds of their management committee members are HIV positive people. A number of such groups have developed protocols whereby members are required to declare their status in confidence to the Secretary or the Chair whose role is then to ensure that such private declarations meet the Network’s membership criteria.  The Secretary will then make a public declaration, often in the annual report, that the criteria has been met and that at least two-thirds of the committee are positive without identifying the status of any of the individuals.

Such strategies demonstrate that confidentiality is not synonymous with secrecy and that it is not an insurmountable obstacle to proper accountability.

Check-list For Getting Started

Before embarking upon the development of service user/PWA strategy there are a number of issues for organisation to consider which are fundamental to your ethos and values:

(
Do you know your service?


Are you for or of your service users? Are you user led, needs led or staff led? What kind of organisation do you want to be?


Do you have clear objectives that are known to your service users?

(
Who are your service users?


Have you identified who are primary users and who are secondary users?

(
What do you want involvement of service users to achieve?

(
What do your service users want from you?

(
What do want from them?

(
Where are you going to set boundaries for staff, volunteers and service users

(
How do you currently manage personal agendas, will this differ in this area?

(
What resources in terms of time and money will you devote to this area?

(
How will you handle criticism?

(
To what extent are service users or people with HIV/AIDS currently involved in determining services at an:


Individual;


Operational;


Strategic; or,


Governance level.

5. Involvement in Individual Care

Since the Griffiths Report into Community Care there has been a growing emphasis upon involving the individual in determining their own packages of care. This is based upon the assumption that therapeutic interventions have the most chance of success where the recipient is actively engaged in determining what they may receive.

This is not without boundaries and is particularly constrained by the capacity of an agency to deliver what is requested and by available resources. However, even within these constraints, there is substantial anecdotal evidence of resources be reallocated to reflect the users own perception of needs rather than provision determined solely be professionals. It is expected that such an approach will not only lead to the more efficient allocation of resources and more appropriate services but also that by so empowering individuals their longer term demand for services may be less.

Even in organisations where, because of the nature of the service, user involvement may be more limited in areas of strategic planning or governance matters involvement in planning individual care is desirable.

In devising a strategy for this strand you will need to consider the four key process stages:

INFORMATION(CONSULTATION(PARTICIPATION(CONTROL

In each stage below we suggest some of the questions you may need to consider. The list of questions is not exhaustive and there may be others which are more relevant to your organisation.

INFORMATION

What are your methods for communicating with your individual users of service?

Is the individual aware of all the options available to them?

If a course of action is recommended to them are the reasons why made clear?

Are the alternatives explained?

Are there any consequences for them as a user of service if they reject your advice?
CONSULTATION

Do you invite scrutiny of your decisions and challenge from users of service?

How can they do this?

Are there adequate complaints procedures? Are individuals encouraged to use these? 

Do user comments or complaints affect the type of service and the way in which it is provided?

Are these changes fedback to service users?

PARTICIPATION

In providing your service how much is expected of the service user? (e.g. keeping to appointment times, responsibility for their own referrals etc.)

Is this responsibility made clear to the individual service user?

What are the consequences if either party fails to keep their “contract”? 

CONTROL

Who has the final decision in determining the care or service package for an individual?

What constraints are placed on care or service packages by the funder?

What are the consequences of this for the service user?

What are the consequences of this for your staff or volunteers?

What are the consequences for your organisation?

5.1.1 CASE STUDY - Provision of Generic Advice Services

Earlier we talked about how crisis services face particular problems in ensuring user involvement.  However, in the area of determining individual care or service packages there are a number of models which have been developed for advice services. These include those developed by the agencies themselves to those which are mandatory for certain types of providers (e.g. Legal Aid Franchisees). This model is taken from the National Standards for Advice & Information Providers produced by Scottish Homes.

Agencies must have systematic means of handling cases that can identify:

At the outset of a case:

the requirements of the user of service

what action is to be taken

who will be responsible for the case (if anyone)

key dates in the matter

any expectations of the agency on the user of service (e.g. any fees that may be charged including disbursements, commissions etc.)

And how and when the user of service will be kept informed.

And will ensure that in progressing case work  that:

if the case is complex a case plan should be prepared

information on progress in passed to the user of service at appropriate intervals

information on any changes is communicated promptly to the user of service.

And at the end of a case  will:

Report and confirm in writing to the user of service on the outcome explaining any action the user of service should now take

Return to the user of service any original documentation except where the user of service has agreed that the agency should maintain this information, in this case, the user of service should be informed of storage arrangements and how they can access this information.

In addition, where possible agencies should have formal referral agreements with other agencies detailing:

how the referral will be made, including that it is to a named individual and the date of any appointment,

grounds for acceptance or rejection, 

the respective responsibilities of referrer and referee 

any information the referring body can expect at the end of a particular case,

the right of the individual to return to the agency if they are not satisfied with the referral.

Agencies should have clear selection criteria for referrals to other agencies, where possible the agency should consult with the client, and, in complex cases provide written instructions to the referral body.

6. user Involvement in Service Delivery

Alongside involving individual users in determining their own package of care or service organisations will want to consider how they can involve users both individually and collectively in the day-to-day management of their agencies. This may involve decisions on the decoration of the building to instil a sense of ownership and welcome or may involve changing the way in which services are delivered such as the time of meals or so on.  Other areas may arise from individual requests or feed-back but which may need wider consensus before implementing change.

Amongst the groups you will want to consider in this area are not only your current users of service but potential service users who may not be using your service at present because of the way in which it is delivered.

Once again the key process stages remain:

INFORMATION(CONSULTATION(PARTICIPATION(CONTROL

INFORMATION

What information do your service users need to make informed comments?

How will you provide them with this information?

How will you communicate with potential users of service?

How will you manage service users expectations of what may change as a result of their intervention?
CONSULTATION

How will you identify all current and potential users of service?

What mechanisms will you use to talk to current users (e.g. service user forums, representatives, surveys, interviews)?

Have you made clear to the people you will consult how you will use the information (e.g. participation or control - see below)? 

Who will decide on the way in which you consult with users?

How will you reach potential users of service?

PARTICIPATION

What are the areas you wish to involve service users in (e.g. discreet areas of service or the whole operation)?

How will you manage this involvement?

How will you deal with unrepresentative individuals?

How will you decide upon the processes of participation?

How will you sustain the commitment of staff, volunteers and service users over time?
CONTROL

What are the boundaries to this control?

Are you offering service users “consultation” or a “veto”

How will you communicate what has been decided and why?

7. Involvement in Service Planning

At a time of major change in the sector as a result of static or declining budgets and the impact of combination therapies the need to manage strategic change within organisations is greater than ever. Ensuring that service users are involved in the forward planning of services is a key means of reducing conflict and maintaining the commitment of both your service users and staff.

It is not only a means of managing contraction of services. There are many examples of where the commitment of service users to particular developments has resulted in an injection of new funding. 

The key process stages are: 

INFORMATION(CONSULTATION(PARTICIPATION(CONTROL

INFORMATION

What are the options facing your service?

How will you communicate these to your current or potential service users?

Will you involve service users in generating alternative options for your service?

If so, how?

What information will they need to generate such ideas?

CONSULTATION

What mechanisms will you use to talk to current users (e.g. service user forums, representatives, surveys, interviews)?

Have you made clear to the people you will consult how you will use the information (e.g. participation or control - see below)? 

Who will decide on the way in which you consult with users?

How will you reach potential users of service?

PARTICIPATION

What are the areas you wish to involve service users in (e.g. discreet areas of service or the whole operation)?

How will you manage this involvement?

How will you deal with unrepresentative individuals?

How will you decide upon the processes of participation?

How will you sustain the commitment of staff, volunteers and service users over time?

How will you manage different perceptions and expectations?
CONTROL
Who will make the final decisions?

How will the views of service users be represented in this process?

Have you created realistic expectations?

How will you communicate what has been decided and why it has been decided?

8. Involvement in MANAGING YOUR SERVICE

The final area of involvement is in the governance or management structures of your organisation. This area can be problematic for registered charities because of the restrictions on beneficiaries being involved as trustees. However, the Charity Commissioners have become much more sympathetic to the concept of self-help and are developing new guidelines on service user representation. 

Alongside representation on management committees a number of organisations have developed service user forums that have a right of consultation with the management committee. Others have opted to ensure representation from positive people on their committees. The range of options are as various as the number of organisations that exist in the sector. This section examines some of the key questions you should address as you develop your strategy in this area. 

CASE STUDY -The Role Of Positive People

There has been considerable confusion about the terms service users and people with HIV/AIDS. The terms have on occasion been used interchangeably, however, the two phrases are not synonymous.  A group of ASOs met to brainstorm about the advantages of involving positive people who were not service users in the governance of their organisations. Amongst the advantages identified were:

Positive persons perspective rather than our assumptions

Enhancing an agency’s capacity to innovate, meet needs etc.

Enhance an agency’s credibility with users and funders

Potentially independent and non-partisan - as a counter point to staff and service user views.

Important role in networking the organisations to other ASOs and service developments

Help with working out the right questions to ask.

However to avoid tokenism the recruitment induction and retention of the Board required systematic effort. Organisations needed to know what they expected of their boards and the skills and experience needed to meet this role. In addition, Boards should not be above scrutiny the need for systematic evaluation of Board performance was essential.

The key process stages are once again:

INFORMATION(CONSULTATION(PARTICIPATION(CONTROL

INFORMATION

What information do current service users or people with HIV/AIDS receive to allow them to participate in your organisation’s governance?

Is this adequate?

What other information could be provided?

How do you communicate with potential new members of your committees?

CONSULTATION

Do your management committee know what is expected of them?

Are they in a position to meet these expectations?

What else would help?

How do you recruit new members to your committee?

Does this encourage or discourage service users or people with HIV/AIDS from becoming involved?

PARTICIPATION

What support do you provide to all management committee members?

Do you make any special arrangements for the needs of service users or people with HIV/AIDS?

Do you ask them what they want or need?

Do you make adequate financial provision for travel expenses and training costs?

CONTROL

What is the balance of membership on your committee between service users, people with HIV/AIDS and others? Is this reflected in your policies?

Are the boundaries of responsibility between management committee and staff sufficiently clear? Where does real power lie?

CASE STUDY - A Self Help Agency - Chalk Farm Oasis

Brad Hepburn writes: Chalk Farm was conceived as a self help initiative of the local HIV affected and infected community. The terminology of “service user” is not used within the organisation nor does it appear in any of its printed material.

There is no registration, no membership criteria, and no personal information is required to use the service. People using the service are referred to variably as ‘volunteer’, ‘worker’, ‘attendee’ or ‘supporter’ depending on their level of involvement and responsibility.

Confidentiality is continually promoted on all levels in a positive way. The prevailing attitude is that the organisation represents a ‘Safe Place’ and that there is a community sense of responsibility towards others in supporting people through the process of coming to terms with their diagnosis (or lack of diagnosis) in whatever way or pace that they choose.

We believe that these founding principles have served to eliminate significant barriers to people’s ability and willingness become involved in an HIV service.

The stages of organisational activity and user involvement

Therapeutic
Freedom of choice of degree of involvement or participation

New initiatives by individuals are encouraged - the Management Committee’s role is to help facilitate these initiatives.

Structure is sensitive and flexible enough to accommodate individual levels of need.

Operational

Drop-in and Supper Club are run by users through volunteering for specific roles, one off tasks, job share or rota system sign-on.

Choice of social events determined by group balloting attendees.

Quarterly magazine is written by users, with the volunteer editor managing the publication on guidelines determined through reader surveys.

Strategic

Planning: the main service activities are created and run by users.

Changes and adaptations are the direct result of user responses and inputs.

Project initiatives - users ideas that meet a set of objective criteria (e.g. funding time etc.) are developed.

Governance
Management Committee is recruited from service user group or local HIV community and will also undertake various day-to-day responsibilities.

Provision for co-opting specific skills via advisory appointment are made but the committee maintains control.

Policies are created by the Management Committee, appointed sub committees of service users or appointed individuals. New policies are conveyed to the users’ body and open feedback. Existing policies are reiterated periodically in summary form usually through the drop in and in publications

The level of user involvement in the four stage of organisational activities increases the transparency of process, trust, sense of ownership and fair representation. Therefore strategic planning is the result of direct service user consultation and based upon an already agreed framework of principles.

9. Evaluating your Strategy

The key to effective evaluation is being clear of what you want your strategy to achieve. Involving service users and people with HIV/AIDS is not an end in itself but merely a means of affecting organisational and cultural change. 

In the opening section of these guidelines we looked at how principles and polices are not enough - these need to really inform what you do, the way in which you do it and the ways in which you plan for the future. A key aspect of developing your strategy on service user involvement should be establishing a process and timetable of review.

The indicators will depend upon your answers to the questions posed in earlier sections. There are some common indicators that will allow you to periodically assess the impact of your strategy.

Is your strategy reflected in your written policies:


Constitution?


Vision or Mission Statement?


Business or Strategic Plan?


Equal Opportunities?

Is adequate financial provision made in your organisation to implement the strategy?


How was this determined?


How is it monitored?

What do service users or people with HIV/AIDS think of these?

Who is involved in decisions in your organisation at:


An individual care level?


On day-to-day matters?


On forward planning matters?


In your governance or management committee level?

Are there examples of how service users have changed your longer term plans?

What do the service users think of the processes you used, the outcome of their interventions and how your processes could be improved?

Are there examples of how service users have changed the day to day practice in your organisation?

What do the service users think of the processes you used, the outcome of their interventions and how your processes could be improved?

How has your service changed as a result of developing individual packages of care or service?

What do the service users think of the processes you used, the outcome of their interventions and how your processes could be improved?

10. Useful FURTHER Reading

“User Involvement in the Control of Voluntary Organisations”, Joseph Rowntree Foundation Social Care Research Findings 93, (May 1997)

“Consumerism or Democracy? User Involvement in the Control of Voluntary Organisations” P Robson, M Locke & J Dawson, JRF/Policy Press (1997) £7.50

“Integrating User Involvement & Multi-Agency Working To Improve Housing For Older People”, Joseph Rowntree Foundation Housing Research Findings 205, (Mar 1997) Free.

“Accountability in Contracting State” Joseph Rowntree Foundation Social Policy Research Findings 112, (April 1997) Free

“Voluntary Matters” - Ed. P. Palmer & E Hoe, Directory of Social Change/Media Trust (1997) Book £16.95, Video £23.44

Includes a section on service user involvement in management and governance by Mike Locke and Jonathan Dawson for the Centre for Institutional Studies at the University of East London
“The Involvement of people Living with HIV and AIDS in the Development of Public Policy and the Planning of Services.” UK Coalition of People Living with HIV & AIDS (1995)

“Transforming Words Into Action” Hansa Patel-Kanwal, UK Coalition of People Living with HIV & AIDS (1996) 

A training pack to assist with the implementation of involvement of people living with HIV & AIDS in the development of public policy and the planning of services.
“A Framework for Evaluating User & Carer Involvement” Office of Public Management (1994)

Part of a series of papers produced for the Joint Review of Social Service Departments commissioned by the Social Service Inspectorate and the Audit Commission.

“Involving People with HIV/AIDS in AIDS Service Organisations” Pan London HIV/AIDS Providers’ Consortium (1996). Free.

The report of a one-day seminar held on 18th March 1996 at the London Lighthouse




( Is your definition of your service users the same as your funders?  For example, the term “affected” may not be seen as representing service users by some funders now.
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