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A GUIDE TO INVOLVING & EMPOWERING DRUG USERS

i) Forwards

Paul Hayes - Chief Executive National Treatment Agency:
To be added in final document post consultation and peer review.
Bill Nelles- General Secretary for Methadone Alliance

No one would dispute that there have been some changes in the drugs field during the
last few years. For drug users, however, the real change has been the increasing
emphasis on user involvement in the devel opment and delivery of their treatment
services. It iscommon now to find drug users working alongside drug workersin
local and national partnerships to pilot innovation and improve existing services.

This process mirrors changes that are going on in the NHS as awhole. The latest NHS
Plan for 2002 states: “Improved patient and public representation and support is at the
heart of the drive to build a modern service around the needs of the individual
patient”.

Drug usersin the UK may have been dower to come together in forming groups and
organisations than in other countries in Europe, but this has enabled the process to
develop with areal understanding of the historical problemsinvolved. Hard work,
coupled with real support, has enabled drug user organisations to develop voluntary
organisations and charities. They are, in turn, working with the many local groups that
are now taking their place as stakeholdersin the debate about how to improve our
drug trestment.

It isnow up to al of usto take this process further. These guidelines distil the
experiences of many successful user initiatives, and they are therefore an excellent
starting-point to ensure that this happens.

i) About The Author

Mat Southwell is Chairperson of the National Drug Users Development Agency. He
isamember of East London Respect Users Union and National Spokesperson for the
Dance Drugs Alliance.

In 1989, Mat was appointed as the Aids/HIV Health Counsellor attached to St
Clements Drug Dependency Unit. He went on to found the Healthy Options Team, an
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General Manager for East London and City Drug Services, who under his leadership
promoted user involvement, employed workers from drug using backgrounds, and
supported a number of drug user initiatives. He left the NHS in 1998 and now works
as freelance trainer, consultant, and writer.

Heis an Executive Member of the UK Harm Reduction Association and on the
Editorial Board of the International Journal of Drug Policy.



i) Definitions

Drug User - Someone with ahistory of illicit drug taking. This may include both ex
and current drug users.

Drug User Activist — A drug user who is activity involved in adrug user group, in
advocating for the rights of drug users, or user representation.

User Representative - A drug user activist who has aformal role to represent other
drug users on a committee or forum.

A Drug User Self-Organisation (noun) — An organisation run by and for drug users.
Theterm Drug User Group is aso used at times athough this can aso relate to more
informal social groups of drug users.

Drug User Salf-Organisation (verb) — The process of drug users working together in
self-organisations or working together to form a self-organisation.

Service User — Someone currently using services or who has had experience of using
services. Thisterm may also include potential users of particular service.

User Involvement — The process of engaging drug users or service usersin the
planning, review or delivery of professional services. Assuch user involvement is
specifically describes the act of professionals engaging drug usersin services.

User Consultation — The process of consulting drug users about alocal drug service,
the range of local services within a particular area, or about national policy initiatives.
This may be achieved though formal consultation events, surveys, or partnership
working with drug user self-organisations.

Peer Support and Peer Education — These terms are used to describe the engagement
of drug usersin delivering harm reduction or health promotion initiatives to their
peers. Trautmann® has suggested a separation between these two terms:

Peer education is a more passive process in which professionals use drug users to
deliver professionally designed health education interventions.

Peer support is a more pro-active engagement of drug users in working to assess
and respond to issues of concern.

Drug User Organising — The overall research term used to describe all forms of
engaging drug users, including user involvement, user consultation, peer support and
drug user self-organisation.

Drug Users Movement — A genera term used to describe all drug user groups and
activists without making reference to any specific network or grouping.

! Trautmann F (1995) Peer support asa method of risk reduction ininjecting drug user communities
Journal of Drug Issues 25; pg 617-28



Drug Using Community — Thisterm is used to describe the wider population of drug
users. Some may feel that the term ‘ community’ is misplaced when discussing drug
users. However, Warren argues that communities come into being to fulfil specific
purposes that individuals cannot satisfy alone®. He identifies five core purposes for a
community:

Production, Distribution & Consumption Need
Communities provide employment, income and material sustenance to their members.

Socialisation Needs
To teach individuals key values, expectations and behaviours.

Socia Control
Regulating behaviour by setting limits, which would be managed in legal
communities through coercive measures (e.g. the Police), through remuneration (e.g.
through salaries) or through the setting of norms (e.g. group beliefs and values).

Social Participation
Communities provide opportunities for community members to engage with one
another.

Mutual Aid & Support Need
The self-help principle between peers within the same community.

It is possible to argue that drug users meet all five of Warren's core purposes. Seeing
drug users as a community offers the positive opportunity to work to strengthen and
enhance positive cultural norms and promote collective action.®

Peer Leader — Someone, normally themselves a drug user, with influence and
significant access to the drug using community. This person may be adrug user
activist or may have built their reputation for more social reasons.

Professionals — Those that work in professional drug services.

2 Warren R (1978) The Community: An introduction to a social systemed: Houghton Mifflin
% Friedman S (1993) Going beyond education to mobilising subcultural changelnternational Journal
of Drug Policy
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1. Background

1.1  Policy Context

One of the most significant features of the public sector at the end of the 20th Century
has been the substantial impact of the consumer and patient rights movements. Drug
user organising can bejustified in policy terms on a number of grounds:

Patients Charter — The increased consumer rights awarded to NHS patients®

The Community Care Act — The increased obligations of local authorities to
consult and consider the views of their service users.’

The Advisory Council on the Misuse of Drugs— (ACMD) Promotion of
community models as awell evidenced harm reduction strategy.®

The increased focus placed on patient involvement in the new NHS.®

The obligation to consult patients in the planning and provision of health services
and over any proposed changes to services.®

The right to comprehensive locally based independent advocacy. 2

1.2  User Involvement In English Drug Services

Despite this strong policy foundation, it is notable that at the turn of the century little
progress had been made in relation to involving drug usersin drug services. So
significant was this omission that in 1996, the Government’ s * Effectiveness Review
had to remind drug services that the Patients Charter did apply to its service users.

» 13

However, recent Government guidance to the drug field, and the linking of new user
involvement with new funding, has given an added impetus to this important area of
work. At the sametime, it isimportant to note that the UK drugsfield has limited
expertisein thisarea. Whilethereisclearly a stronger and growing commitment to
involving drug users, it isvital that thisinterest is matched by an application of best
practice. This document iswritten to support those in services seeking to play a
dynamic role in promoting user involvement, encouraging patients' rights, and
supporting the development of drug user self-organisations.

Inevitably, in any emerging field, best practice can be challenging to identify.
Commentators have highlighted the limited research that has been undertaken in
relation to drug user organising™. However, abody of expertise does exist, as does
some level of research. In addition, arange of theoretical constructs are available
both specific to drug user organising and more generally from the field of community
organising, community development, and community participation.

® Department of Health (1996) Patients Charter Department of Health

" Department of Health (1990) NHS and Community Care Act London HMSO

8 Advisory Council on the Misuse of Drugs (1993) AIDS and Drug Misuse Update London: HMSO

® NHS Executive (1999) Patients and public involvement in the new NHS NHS Executive

10 Department of Health (2001) NHS Plan — Point 10 Department of Health

! Department of Health (2001) Your Guide To The NHS London: Department of Health

12 Department of Health (2001) Health and Social Care Act 2001 Department of Health

'3 Department of Health (1996) Task force to review the services for drug misusers: report of an
Independent Review of Drug Treatment Servicesin England London: Department of Health

4 McDermott P (2002) Flavour of the month— usersinservice provision Druglink Volume 17 Issue 1



The increased professional interest in user involvement is very welcome. However, it
isimportant to sound a cautionary note. The story of HIV-related outreach work from
the late 1980’ s and early 1990’ s highlights that good intentions do not always lead to
best practice. The wide spread funding of outreach workers postsin this period was
later identified as leading to badly focused, poorly managed, and highly variable
practice in reaching out to hidden populations of drug users™. The Advisory Council
on the Misuse of Drugs highlighted the * need for consolidation and a reassessment of
the objectives, organisation and delivery of outreach interventions' despite
recognising examples of innovative policy. **This history of this period highlights the
danger of failing to properly design, manage and deliver new initiatives, particularly
when these draw on expertise that is not part of mainstream practice in drug services.

For some, the new focus on drug user involvement may be seen as anew fad or
passing trend that requires a degree of compliance to access funding. However, such
arestricted view fails to see the potential opportunitiesfor all partiesin promoting a
more effective relationship between policy makers, providers, and drug users.

The importance of the consumers of health and socia services being more empowered
in their relationship with their care providers has been highlighted by a number of
recent high profile scandals. These have reinforced the need for better accountability,
more openness, and a clear focus on evidence-based practice. Important checks and
balances need to exist in the system. These include effective advocacy, clearly

defined patients' rights, and an open dial ogue between services and their consumers.

It isincreasingly recognised that it is not appropriate to expect professional servicesto
both represent their own organisational needs as well as those of their consumers.

Finaly, it isimportant to point out that user involvement is by no means an easy
option. Whilein the long term, it can lead to afar more dynamic role for service
users, amore traditional engagement may well be less demanding. As Marchant and
Farrant point out (in their discussion of detached youth work) ‘it is often easier and
quicker to take the provider/advocate role and do it for the adolescent rather than the
slower and more difficult task of encouraging salf-reliance.” *

1% Hartnoll R, Rhodes T, Jones S, Holand J and Johnson A (1990) A survey of HIV outreach in the
United Kingdom Drugs Indicators Project

18 Advisory Council on the Misuse of Drugs (1993) Aids and Drug Misuse — Update London: HM SO
" Farrant M and Marchant H (1977) Choosing objectives: a stagein the detached work process Y outh
Aid



1.3  Linking With Illicit Drug User Populations

The HIV epidemic highlighted the urgent need to strengthen information-gathering
systems within theillicit drug using community. Neaigus identified the importance of
understand more about how the injecting drug user community functioned, in order to
understand the nature of risk and to plan interventions. *8

HIV aso reinforced the need to engage at risk populations. It is accepted that only a
minority of drug users will be seeking help from services at any one time and the
Advisory Council on the Misuse of Drugs urged drug services to ‘ maximise contact
with drug misusers.’ *° Professional needle exchange has been an important part of
this approach. However, Grund highlighted the value of engaging drug user groupsin
delivering clean injecting equipment to their peers, thereby reaching more of the
unreached®. Bath argued how a secondary needle exchange run by a drug user

activist might actually reach populations, such as women, who were actively avoiding
engagement with formal services™.

Given that drug patterns change and evolve in the illicit scene, then effective lines of
communication are required if services are to be aware of changing trends and the
need for new interventions.

Jersey Respect is agood example of this approach. They worked with servicesto
understand the reason for rising overdose rates within the local drug using
community?. This led to direct interventions among drug users and one drug user
activist provided sensitivity training as part of a course for local paramedics.

Drug user self-organisations can have specialist insights and expertise that allow the
to design and deliver specialist interventions within the illicit drug using community
% or may be able to respond rapidly to sudden health crises™.

Furthermore, peer leaders (including drug dealers) have been shown to be important
referral routes from theillicit community into formal services where atrusting
relationship can be established®.

8 Neaigus A et al (1993) Therelevanceof druginjectors’ social and risk networks for understanding
and preventing HIV infection Socia Science Medicine Vol 38 No 1

19 Advisory Council on the Misuse of Drugs (1989) Aids and Drug Misuse— Part 1 London HMSO
% Grund JP et al (1992) Reaching the unreached: Targeting hidden IDU populations with clean
needles via known user groups Journal of Psychoactive Drugs Vol 24 (1)

21 Bath N and Andy Fromjunkies with love— A qualitative eval uation of a peer based needle exchange
Presentation to 9" International Conference on the Reduction of Drug Related Harm

22 Croshy A (1999) New group aims to help drug users Jersey Evening Post

2 JankowskaT et al (1997)Benefits of heroin chasing campaign asa harmreduction tool Presentation
to the International Conference on the Reduction of Drug Related Harm

24 The Methadone Alliance (2000) Urgent health alert for injecting drug users from user-led
organisations

% Platt E Even drug dealers can show some pity The Independent Newspaper



It needs to be accepted that the drug using community is both fluid and evolving. In
addition, theillicit nature of drugs causes the drug usng community to remain closed
to outsiders. Drug user self-organisations or drug user activists may act as gateways
or gatekeepersinto this population or referral pointsin formal services. Thisisan
important second theme in the wider process of drug user organising.

1.4  User Involvement And Thelndividual Drug User

While being a drug user activist can be challenging and arduous®, there are also
direct benefits for drug users themselves in becoming involved in drug user
organising. Self-organisations may support people asthey are trying to find stability
with their drug taking, offer them purpose and direction their life (if thisis missing)
and may offer them insight into new conditions such as Hepatitis C. In addition, drug
user organising may act more fundamentally to raise the underlying sense of self-
esteem and self-efficacy of drug users, which in themselves are important factorsin
the process change®. Friedman and colleagues have described this last factor as
‘redemption through social struggle’ .

15 Conclusion

Many fear that drug user organising will lead to increased conflict and confrontation
between services and their service users. However, there may be benefits for both
partiesin amore mature engagement. Of course, to achieve these benefits both drug
users and drugs professionals need to be willing to explore, debate, and probably
redefine their working relationships. Thisis part of the journey towards a more open
and effective engagement between drug users and their service providers.

16  Section Summary

In this section, the policy framework for drug user organising has been identified.
The engagement of drug users around services, and the potential to enhance links
between services and the illicit drug using community, have both been identified as
unique streams of drug user organising. The benefits and challenges of thiswork
have begun to be explored.

% Efthimiou-Mordaunt A (2002) Spanner in the wor ks— Obstaclesto practical user involvement and
Eathways around them Druglink Volume 17 Issue 1

"Miller W and RolInick S(1991) Motivational Interviewing: Preparing peopleto change behaviour
% Friedman S, Southwell M et al (2000) Harm Reduction: A perspective fromthe left International
Journal of Drug Policy



2. User Involvement In Services

21  Preparation

The vast mgjority of drug workers expressin principle commitment to involve drug
users to agreater degree in services. However, the understanding of the purpose,
nature or degree of involvement may vary significantly between different workers
within the same service and between different servicesin the same area. What is
important is not whether these differences exist but how these differences are
managed.

The voices of drug users add to the rich picture that is vital to the review and planning
of services. At times these voices may be uncomfortable to hear, particularly for
people who invest substantial time, commitment, and energy in seeking to support the
needs of drug users. Engaging staff in a process of honest reflection about their fears,
anxieties, and aspirations around user involvement is an essentia starting point. It can
be helpful to provide training for enthusiasts within a particular health district or
region to stimulate interest in user involvement. However, it remains important to
engage the whole team in discussions prior to implementation. This type of sensitivity
training has been seen as an integral to engaging other marginalized groups within
society.

It isimportant that this work is not seen as forcing compliance on to staff but it is
about airing and debating genuine differences that might exist within services.
Having said this, there remains a duty for managers and senior professionals to
acknowledge that user involvement is now part of the landscape of drug services and
has an important contribution in the journey to securing best practice.

22 Modes

There are anumber of different mechanisms that have been employed to access the
views of service users. Different options will work best in different circumstances or
in different agencies. The key remains to open as many lines of communication as
possible. Thiswill allow for arange of service user voicesto be heard in the day-to-
day running, planning and review of services.

Informal Comments

Many agencies will value the informal process of communication between workers
and service users within their agencies. Much intelligence is gathered as drug users
talk to staff during their visits or engagements with services. Theinformal nature of
this contact can make it difficult to vaidate information or connect it to team
structures. A number of options can help ground informal comments:

Designated Duty Manager - Many service user comments are lost if they are not
picked up immediately at the point of discontent or when someone wants to offer
positive feedback. A duty manager, or another senior staff member, can be
available to receive informal comments asthey arise. This allows the serviceto
quickly address problems, minimises bad feelings, and demonstrates a
commitment to engaging service users.



Informal Comment Forms — these allow workers to seek the service user’s
permission to document informal comments. These might go into a comments
box or be fed back into other team structures.

Informa Comments Slot - A feedback dot in team meetings can alow workersto
report informal comments to the wider team.

Comments Box

Many services have a comments box, which allow services users to make informal
comments about the service. These comments will often be made anonymoudy and
this should be taken into account in choosing the location of comments boxes.
However, comments boxes typically have avery low uptake in drug services, which
may be due to a number of reasons:

Poor literacy skills among service users

English being a second language for some service users

A lack of understanding of the role of comments

A belief among service users that comments to do not lead to change
Fears about being identified as ‘complainer'

Staff should be encouraged to support service users to write down informal gripes or
idess so that these comments can be fed back through the comments box. It is
important to remember that comments may be hel pful suggestions about the service
and its development rather than always being complaints.

For the value of comments boxes to maximised, they need to be tied back into agency
systems. For example, comments could be a standing item on a weekly team meeting
and aformal response could be displayed within the agency drop ir® or included in a
service newdletter. It isimportant that the response is seen to positively respond to
the issue, or to apologise for problems, rather than becoming defensive.

It isimportant that drug users comments are seen by the wider service using
population to affect change. When change occurs because of a positive suggestion or
informal complaint, then this should be highlighted to service usersto reinforce the
value of the process.

The role of comments boxes can be further extended by engaging service usersin the
process of hearing and responding to comments.

Some private sector companies encourage consumer comments by running a monthly
prize draw for anyone who has submitted comments.

29 Healthy Options Team (2000) Operational Policy East London and City Drug Services



Complaints Procedure and Patients Rights

Most service specifications will include arequirement for a clear complaints
procedure. Statutory drug services will often provide this within the wider complaints
framework of their parent organisation. Whileit is acknowledged that many drug
users do have comments or concerns about drug services, this rarely trandates into
formal complaints. Thisislikely to be dueto a number of factors:

The power imbalance between drug workers and drug usersis seen as too
daunting for many drug users.

Many drug users complain in informal ways or go to other agenciesto let of steam
(especidlly in relation to drug treatment).

Many drug users do not complain because they are concerned that such action
could detrimentally effect their drug treatment. Despite the limited evidence to
support this view in practice, this perception is still a powerful and enduring
obstruction to drug users formally complaining about perceived poor service.
Complaint procedures are often described and experienced as an endurance test.®
Many drug users feel unable, or seelittle point, in continuing with an approach,
which seems to be never ending and highly time consuming.

Finally, many drug users do not believe that formal complaints will turn out in
their favour

Complaints procedures remain an important way in which drug users can assert their
rights within services. However, it remains difficult for drug usersto defend their
rightsif these are not clearly identified and displayed within aservice. A set of model
patient rights devel oped by the Methadone Alliance is enclosed at the end of this
document (see Appendix A). Giving drug users a copy of their rights asthey enter a
service promotes better accountability, fairness, and encourages people to complain
when they perceive that their rights have been breached.

In addition, advice from specialist advocacy services has also been shown to be
effective in supporting drug users to see through complaints about services. This
might be from a professional advocacy services, such asthe loca Community Health
Council, or from a peer based services, such as the Methadone Alliance. The ‘ honest
broker’ role can also be helpful in supporting the search for afair resolution, which
benefits both the service and the service user™.

If services wish to improve their rate of complaints, then it may well be beneficial to
seek to smplify systems or establish a common complaints procedure across asingle
Drug Action Team area. It isimportant that the rights of workers are adequately
protected in any system but there has to be afair balance between workers and service
users rights. Complaints procedures need to be accessible if proper checks and
balances are to exist within services. Thisisimportant given the monopoly status of
many drug treatment services.

%9 Southwell M (2000) Course Summary — One-day training event on user involvement for
Saffordshire National Drug Users Devel opment Agency

31 Nelles B (2000) The Methadone Alliance— drug users and professionals working together to
improve treatment options for dependent drug users*****



Publicising the outcomes of complaints demonstrates that a service is open and

willing to reflect onits practice. The private sector sees complaints as part of problem
resolution with its customers and this can lead to stronger tiesif a positive resolution
isfound.

Service Review

There may be pointsin the life of an agency when either external funders, or the
management of the service, wish to more formally review progress. Satisfaction
surveys are often used as atool for gathering the views of service users. However,
care has to be taken in the design of such surveys, as service users will often express
their general commitment to a service being available, when they still have significant
specific concerns. Too structured a survey may prevent service users making
comments about other areas of the service.

Seeking the help of an external research agency is often valuable. Engaging drug
usersin the design of the survey itself can increase user involvement and can help test
assumptions expressed by user representatives or drug user self-organisations.
Surveys have most |egitimacy when an independent research assistant undertakes
them. Research assistants can help explore the foundation of drug user concernsin
an interview and then document these for feedback to the agency.

Another form of service review is to hold open meetings for service users. This
allows people to come and talk directly to the agency, its senior management team, or
funders about itsrole, their experience of using the service, and their expectations
(See Section 6 — *Running Events For Drug Users)).

A final model of engaging service users around the quality and range of servicesisthe
use of Citizen’s Juries. Vision 21, aresearch and consultancy company successfully
delivered this model.# Thisillustrates another method of engaging the views of a
representative group of drug users. This approach requires careful planning,
independent management, and adequate funding.

Service Planning

Service Managers, funders and Drug Action Teams also have the function to plan new
services or to extend existing services. Engaging potential or existing service usersin
this developmental process can help avoid later problems or omissions. However, it
isimportant for those leading the service planning process to be clear about the role of
user consultation in the developmental cycle. Many are becoming increasingly

cynical at the public sector seeking to consult its consumers at the point when
decisions have already been made and essentially compliance is being sought.

Brager, Specht and Torenzer offer a useful model for assessing the degree of
involvement being offered to community members:

% Danczuk S (2002) Thejury’s out on user consultation — Druglink Volume 17 Issue 1



Figure A: Consultation To Participation Continuity:

Participants Action Illustrative M odel

High Has Control Community asked to identify problem and make dl
key decisions. Resourcesare made availablein order
to support accomplishment of community’ s goals.

Problem identified and presented to community.
R Has Delegated Authority Community asked to make decisionsin aplan, which
will be accepted.

Tentative plan presented. Recommendationsinvited.
R Plans Jointly Changesto plan expected.

Plan presented, questionsinvited. Modification to
¥ Advises plan made only if absolutely necessary.

Plan promoted. Support rallied to ensure acceptance.
Y Is Consulted
Plan announced, information given, compliance
expected.

Receives Information

<

Community told nothing.

Low None

Adapted from* Community Organising’ by Brager, Specht and Torenzer (1987) Columbia University
Press.

Thereis no value judgement implied within thismodel. Different projects will open
themselves to different degrees of participation. Offering too higher degree of
participation with no real power will actually be experienced as disempowering™®.
However, this spectrum does allow for an objective discussion about the potential to
engage the views of consumersin the planning process and to decide at which point
drug users should be enabled to participate in the consultation process.

Service Delivery

So far we have discussed drug users as recipients of services who can be consulted,
encouraged to comment, or even complain. Thereis aso the potential to engage drug
users more dynamically in the process of service provision. Such engagement may
take place through peer education or peer support initiatives, through volunteer
schemes, and also through the direct employment of people who have life experience
of drug taking (See Section 5 — ‘Employing Workers To Support User Involvement,
Peer Support, and Drug User Self-Organisation’).

% Friends of the Earth Community Participation




In the past, this approach has been hampered by a perception that it is not appropriate
to employ drug users unless they are two years drug-free.* New guidance on this
subject is currently under development between DrugScope and the National Drug
Users Development Agency. It is hoped that thiswill create a framework within
which services can positively seek to engage drug users as volunteers or paid staff
with appropriate support and guidance for all parties.

Research Into Unmet Need

One of the dilemmas of working alongside a closed and evolving illicit drug sceneis
that agencies may only be aware of particular segments of the drug scene. If service
user involvement is the only mechanism used to reach out, then it islikely that
agencies will continue to extend themselves to meet the needs of the populations they
currently serve. Research agencies have successfully benefited from the privileged
access of drug users by using peer researchers or Privileged Access Interviewers™.

Partnering alocal drug user self-organisation with an independent research agency
has been shown to give significant access to non-service using populations. In
addition, the endorsement of key peer leaders was seen to encourage drug usersto be
open with researchers®. The more established, broad based, and significant the drug
user self-organisations, the better privileged accessit will have into the local drug
using community.

There are examples of drug user self-organisations initiating their own research into
unmet need (i.e. Brighton User Group).

Contract Review

Commissioners can aso involve drug usersin the contract review process with
services. This might take the form of consulting drug users or their self-organisations
in the run up to contract review meeting or involving user representatives in the actual
contract review meetings (See Section 3 — ‘User Involvement And Representation In
Committees And Professional Forums').

34 SCODA Enhancing drug services: amanagement handbook for quality and effectiveness (page 36)
ISBN 0948970 16 2

% Grifftihs P et al (1993) Reaching hidden populations of drug users by privileged access

i3rgtervi ewers. methodological an practical issues National Addictions Unit.



2.3  Section Summary

In this section, we have identified that local services can involve service users on a
day-to-day basis and this can help with conflict resolution or at least ensure fairness.
A statement of patients’ rights and effective service user involvement can both act as
important checks and balances to services that often hold monopoly positionsin the
care of drug users.

Further, this section has promoted the benefits of involving drug user at key pointsin
the planning cycle. User consultation can help build the rich picture that underpins
service review and planning.

Engaging service users' voices can identify weaknesses in services, uncover evidence
of poor practice, or highlight unmet need. When viewed positively this can be seen as
an asset to commissioners, services, and the service using population. The challenge
for professionalsisto think clearly about how they engage drug users and sustain a
commitment to hearing views that may be at times difficult or potentially challenging.



3. User Involvement And Representation |n Committees And Professional
Forums

3.1 Introduction

The drugs field has had limited success in engaging drug usersin professional forums
and committees. Professionals give anumber of reasons for not engaging drug users
in this setting:

Drug users will not be able to understand or keep up with the business.
Drug users will not be able to operate in a professional manner during the
meeting.

Meetings may contain confidential information about other service users.
Meetings may contain sensitive information about service development.
No one drug user can be representative of the needs of all local drug users.
There is no point in engaging the opinionated minority who want to come
to events or are involved in drug user groups.

Drug users will not understand the limitations of funding, staffing, and
resources that hinder the delivery of services.

Drug useis adisease or condition requiring treatment. User
representatives will inevitably have distorted views about services given
due to their illness or condition.®

It isimpossible to know which drug user to invite.

Some of these may be genuine issues but they need to be offset against the benefits of
involving drug users:

Services are provided for the benefit of service users. Engaging service
usersin asteering or management committee demonstrates that an agency
isinterested in meeting the needs of their consumers.

Service user views can be helpful in shaping the design, ddlivery, and
marketing of any agency.

Understanding how drug users might perceive any change in service or
local provision can help managers and commissioners achieve change as
smoothly and as effectively as possible.

Drug users are an important group of stakeholdersin local drug service
provision. Engaging their voicesin joint planning forums adds to the rich
picture that underpins the planning, review and commissioning of services.
Representatives on committees or professional forums can act asimportant
information bridges to drug user self-organisations and at timesto the local
drug usng community.

Drug users can provide important intelligence about changing needs and
problems within local communities. This may help focus more formal
needs assessment or, at times, even avoid the need for it.

Engaging drug usersin committees and forums begins to break down the
strongly held perception among drug users of ‘them and us'.

3"southwell M (2002) The long march to inclusion — Druglink Volume 17 Issue 1



Devel oping an open management culture in an agency or professional forum is always
challenging. It requires management, or meeting leaders, to be willing to share
information with their colleagues in order to facilitate an honest and open dialogue.
Other meeting members need to demonstrate trust and integrity in working with this
approach and this al takes timeto achieve.

Democratic management models have been shown in theory and research to lead to
far better outcomes and more effective organisations. More autocratic or closed
structures contribute to the sense of alienation and exclusion and often trigger the
behaviours among service users most feared by professionals. Also theseissues are
not unique to just drug users. Lay committee members, community representatives,
and people new to an area, may al struggle when joining an established committee or
forum. Understanding the jargon, the short hand, and the inter-agency or

interpersonal rivariesis often challenging. Those running committees or forums
should accurately assess the potential challenges of engaging drug users. However,
this needs to be founded on a desire to overcome these problems rather than searching
for reasons to exclude drug users.

3.2 Preparing Your Committee Or Professional Forum For User Involvement

Thereis adanger that poorly planned user representation will be viewed as tokenistic
by drug users and may reinforce ambivalent views among professionals. Involving
users requires a commitment to address, and at times challenge, underlying concerns
of committee or forum members. Again senditivity training may be helpful asitis
unfair for professionals to work through their reservations in the presence of the user
representatives themselves.

The mental health sector has demonstrated significant progress in engaging their
service usersin meetings. Over time, professionals have learnt to see the contribution
that these people can make to their work. Thefirst phase will always be the hardest.
However, over time, with coaching and guidance to all parties, drug user
representatives can become established and valued members of committees or
professional forums.

3.3 Codes Of Conduct

It can be helpful to agree a code of conduct for behaviour in a committee or forum.
This allows the user representatives to have clear framework within which to operate.
However, this code of conduct should apply to all committee or forum members. This
will offer security to user representatives who may fear undermining, judgemental, or
prejudicial behaviour from professionals.

Committees need to be tolerant of user representatives making mistakes. Thisis
particularly important when people are engaging in such committees or forums for the
first time or are moving up to senior level meetings.

Having systems for managing problems allows al players to see the engagement of
user representatives as ajourney. For example, having formal debriefing meetings
with the user representatives avoids the need for user representatives to be challenged
in the main meseting.



It isamisnomer to assume that al bad behaviour in meetings will derive from user
representatives. A clear code of conduct allows for clarity about the grounds for
removing any person from acommittee or forum. Oneindividual’s failure should not
be seen as the end of user representation, in the same way as it would not be seen as
the end of representation from a particular agency or professional group.

3.4 Modéels Of Representation And Accountability
There are anumber of different ways in which user representatives can be engaged:

Link To A Drug User Salf-Organisation

Wherethereisalocal drug user self-organisation, representation can be sought from
thisgroup. This might include a dialogue about representation and feedback. A
contract can be negotiated with the drug user self-organisation to provide user
representatives. A contract might also involve canvassing views of other users and
ensuring feedback through the meetings of the drug user self-organisation, through an
open meeting in alocal agency, or through a newdletter.

It isimportant that DATSs or services |ook to resource such processes. A user
representative will often be one of the few people not being paid to attend a meeting.
Placing wider expectations on user representatives without adequate resourcing is
exploitative.

Selection Via Local Services

Local services might be asked to canvass for interested parties among their service
users. Many services will have their opinionated service user. Many shy away from
inviting these ‘atypical’ users onto committees. However, these may be the very
people who will have the courage and conviction to express opinions in front of
professionals and in aformal meeting setting.

This selection process might be a starting point for a service user group and lay the
foundations for a stronger base for representation. The opening up of committees and
forums to drug users might in itself give purpose to the formation of a service users
group. This can help to overcome the perception anong many drug users that
professionals are not really interested in hearing their views.

Application Process

User representative positions can be opened up to application. Care should be taken
in setting the threshold for this process. Inloca areasin particular, alow threshold
will offer the opportunity to engage as many drug users as possible. The Nationa
Drug Users Development Agency recommends the following model for managing
application process for user representatives:

Invite Self-Nominations
A flyer should be designed which explains the nature of the user representative role,
the expectations of the post holder, and degree of commitment expected. It should
also be clear about any remuneration, expenses, or training that would be available
(i.e. the benefits to the individual drug user).



These flyers should be distributed through professional outlets, such aslocal specialist
drug agencies, pharmacies dispensing substitute prescriptions, and through non-
specialist agencies (i.e. youth and community services, homeless agencies, benefits
agencies etc). Outreach workers can also distribute flyersto ther clients, and flyers
could in inserted in pharmacy needle packs.

The flyer can aso be distributed through other local outlets, such as ‘head shops
(those selling drugs paraphernalia), club venues, or key ‘youth pubs' in the local area.

Engaging drug user sdlf-organisationsin advertising thisinitiative can further support
this process. They can distribute the flyer through their membership schemes or peer
networks. Adverts can also be placed in drug user magazines or newsletters where
these exist.

The local pressisanother potential resource. Engaging drug usersisin itself
newsworthy. A story in the local paper would act as free advertising.

The regional Big Issue office should also be considered as another avenue for
reaching drug users. Big Issue have demonstrated a strong commitment to drugs
issues. Research indicates that 40% of Big |ssue vendors are drug users ® and some
commentators think the real number may be as high as 80%.

Those interested in becoming user representatives should be invited to ring a number

to express an interest. It is helpful if the advertised telephone number is staffed during
the nomination period, as people may not respond to an answer machine. Care should
be taken in seeking written expressions of interest as this raises the threshold of entry.

Self-Nominations
Once people ring in, they can be given a chance to talk through the role, to understand
the expectations, and also the support available. Those still interested should have
thelr details taken and be invited to attend an assessment day. It may be necessary to
take a‘care of’ address for the homeless or be willing to contact people by mobile
phone or text message.

- Assessment Day

Candidates should be invited to an assessment day in groups of about fifteen (this
allows for about a one third drop out rate). Guidance on running events for drug users
is covered in Section Six 6.

A group assessment model allows the applicants to be assessed on their ability to
work in ameeting setting. Each person would be assessed both in terms of the
qualities of their answers and in terms of their engagement in the group discussion.
This should be made clear at the start of the assessment exercise.

It is advisable to focus the group discussion on gquestions about representation,
committees, working with professionals, and models of feedback rather than about
drugs policy. Care needs to be taken to avoid the appearance of selecting ‘tame’ drug
users that agree with local services and will support established policy.
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There should be two to three assessors scoring applicants against an agreed person
specification. It isoften helpful to invite an independent assessor who might come
from adrug users self-organisation, an independent community development, or a
voluntary sector support organisation. The National Drug Users Development Agency
can facilitate access to suitable drug user assessors in your region. Care should be
taken in choosing assessors from local drug treatment services, as this may create
difficult conditions for those who are service users of that agency.

It isimportant to remember that you are ng people’ s potential to develop into a
role.

Selection
It isworth picking two people to work as a pair on acommittee. Thiswill allow
people to support each other in the process. Alternatively, a number of people may be
chosen to attend range of different committees and forums across the district or local
authority. They could work as a group or form the beginnings of a service user group,
possibly also engaging the other drug users that had applied to be user representatives.

Variations On Application Process

For senior policy forums, it may be appropriate to undertake one-to-one interviews.
This acknowledges that the threshold for this meeting is much higher and therefore
the appropriate user representative would be familiar with an interview process.
Alternatively, an assessment process might include a mix of group assessment and
one-to-one interviews.

3.5 Training And Development For User Representatives

It is helpful to provide basic training for those taking on representative roles. This
should be based on an individual needs assessment but might include training on:

Local service models

Loca joint planning structures

How services are funded

Codes of conduct

Understanding committee papers

Working to an agenda in meetings and putting items on the agenda
Active listening

Assertiveness training

Local voluntary sector resource centres often provide training and support that might
be useful for user representatives.

Mentoring user representatives with a sympathetic professional can aso be helpful. It
is better for this person not to also have a service provision or clinical relationship
with the user representative. A mentor might help user representatives prepare for
meetings by working through the agendain advance. They might also debrief user
representatives after meetings to support them to review the content of debates,
people’ s conduct in the meeting, and any areas of concern or contention.



The Chairperson of a meeting can also usefully seek to support and reinforce the user
representative(s) for their contribution. Thisisimportant, as people may initially feel
uncertain of their ability in anew role.

It isimportant to consider how user representatives are engaged as meetings close.
Drugs meetings can appear cliquey to outsiders, while in reality workers are just
catching time to discuss quick issues or set up meetings. It isimportant not to
undermine the good work in meetings by leaving user representatives standing on
their own after the meeting closes.

3.6  Accessibility Of Meetings

In addition to skilling up user representatives, it is also important to look at the
working arrangements of the meeting. Meeting may become more accessible if the
following strategies are considered:

A commitment to using plain English in discussions, minutes and papers.
An agreement to avoid jargon and abbreviati ons.

Sending out papersin sufficient time to allow user representatives to
discuss these with their mentor, peers or othersin the drug users
movemen.

A willingness to explain the background to on-going discussions to new
committee members.

Timetabling presentations on changing policy or practice in specialist
areas.

Providing adequate background briefing papers on specialist topics for
non-specialists.

A public recognition that non-specialist views can provide insights for
those very close to an issue, which can stimulate informed debate.

The commitment to bring all information to the table wherever possible.
Permission for any committee or forum member to ask for clarification if
they do not understand a point or issue. This may lead to an immediate
explanation, if adecision isto be taken at that meeting or alater personal
briefing if it isan on-going issue.

3.7 Confidential I ssues

There are times when meetings may need to discuss confidential issues, such asissues
relating to service users, personnel issues, or sensitive developmental issues. Thiscan
be managed in two different ways:

The user representative is seen as afull member of the committee/forum
and is therefore bound by the same collective responsibility and
confidentiality as other committee members.

The user representative may prefer to stand outside the committee/forum
on aparticular issue to allow them to sustain an advocacy or campaigning
role.



The key with thisissue is not the chosen solution but how it is managed and
negotiated.

3.8 Case Study - Bournemouth Drug & Alcohol Service User Forum

Bournemouth is probably the areain England with the most integrated level of user
representation. The progressin this areais a combination of two factors: the
persistence of one alead drug/alcohol user activist and the willingness of servicesto
engage this person.

The user representative involved described himself as ‘ always being a challenger’ ®.
He had a background in business and arange of life experiences outside problem drug
and alcohol use. He initially approached his local addictions service, asking for the
chance to have a say in how services were provided. Initially the service was wary
and sceptical, however, over time they explored how this approach might work. The
user representative was invited onto the clinical management team, which included
senior management, social services, and senior staff from the local healthcare trust.

Initially this meeting was very daunting and the structure of the meeting felt very
disempowering. In addition, staff who had previousdly had clinical relationships with
the user representative also sat on this committee and this was uncomfortable. This all
led the user representative to fed initially that the commitment to user involvement
was tokenistic.

In fact, this reflected that both parties were beginning the journey of user
representation. An initial place on a committee was the starting point but what made
this venture successful was commitment of the Chairperson to support the user
representative. The Chairperson was very patient and understanding and met in
advance with the user representative to talk through the agenda. Over time, the user
representative became more familiar with the meeting structure. He went on a number
of coursesincluding active listening and drugs and alcohol awareness.

As he became more skilled and confident, so the user representative’ s value was
increasingly recognised. He was invited onto other local working groups and
committees including the local Drug Reference Group (DRG), the local Drug Action
Team (DAT), and the joint commissioning group. The latter two were seen as most
relevant to the user representative as the DRG seemed more about services' relations
with each other. The user representative aso sits on the management group for the
local DAT Co-ordinator and isinvolved in one of the Expert Groups linked to the
National Treatment Agency. The role of the DAT Co-ordinator in fostering and
supporting user representation was another important contribution to this successful
model.

39 Southwell M (2001) Notes of Interview with Frank Bond, Co-ordinator BADSUF



The user representative had awider commitment to user representative and formed
BADSUF (Bournemouth Drug and Alcohol Service Users Forum) to encourage other
drug and acohol usersto take part in representation and peer-based advocacy. The
group has 200 members and produces its own newsletter. About ten to twenty local
drug and alcohol users are involved in representation in different committees and
working groups. BADSUF sjoint drug and acohol focus, reflects the integrated
nature of local services.

39  Section Summary

In this section, the challenges and opportunities of engaging drug users in professional
forums and committees have been highlighted. Strategies have been suggested to try
and manage theseissues. Engaging drug usersin any mesting is not fundamentally
different for engaging any new layperson. With attention and commitment, effective
working relationships can be built and secured. User representation can also reinforce
links with drug user self-organisations or support the journey towards such groups.



4. Drug User Saf-Organisations

Drug user self-organisations may form with a particular purpose in mind whilein
other cases like-minded drug users come together as part of the process of shared
reflection (see Figure B * Community Development Cycle — Section 4.9). Over time
these activists can find a greater sense of purpose and direction. The types of drug
user self-organisations described below highlight the range of functions and roles that
such groups can play and their different support needs.

41  Sdf-Hdp Groups

Definitions

Self-help groups provide aforum for drug users experiencing similar issues to come
together to provide mutual support and self-management (i.e. Ladybirds—groupin
East London for drug using mothers™).

Self-help groups can also provide aforum for education and training on specialist
issues affecting the target population. They may aso provide a platform for longer-
term campaigning or advice work on the core focal issue (i.e. Trafford Hep C).

One of the early examples of self-help groups were those developed for people with
specific blood borne viruses (e.g. Mainlinersin itsfirst incarnation as a national
organisation run by and for drug users with HIV/Aids). The other main type of self-
help group are those run for people seeking to stabilise their drug use (i.e. Shapers—
peer café project in the West Midlands), or groups for people seeking to become or
remain drug free (e.g. FIRM — Fun In Recovery Management based in West London,
Wentworth House Users Group in Manchester, or Bolton Ex-Users Group).

Support Needs

Agencies often provide a venue (or can support drug users to access an appropriate
venue) to run their respective self-help group. They may also provide support with
advertising the event through the agency's service users and through other local
providers.

Models Of Facilitation

Self- help groups may operate to an established format such as the model provided by
Narcotics Anonymous. In such cases, it is helpful to seek developmental support
from these organisations (i.e. Twelve Step Fellowship).

Other self-help groups have developed more spontaneoudly but over time form their
own national structures. For example, the UK Assembly on Hepatitis C has been
developed as a coalition of local Hepatitis C support groups.

There may also be professional bodies that have specific remit to support the
development of local self-help groups (e.g. the British Liver Trust.)

Local services can also provide a support role to self-help groups, particularly where
the aim of the self-help group matches closely with the function of the local agency.
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There is however a difference between a self-organisation and a therapeutic group.
Having said this, Mainliners originally grew out of the support group for people
affected by HIV/Aids at Phoenix House,

National Organisations

- The Twelve Steps Fellowship
UK Assembly on Hepatitis C
The British Liver Trust
National Aids Trust

Case Study — Re-act

Two Hepatitis C support groups existed in London. Mainliners supported the onein
the South and the Bleinham Project supported one in the West. Over time the
members of these groups looked to secure a greater degree of autonomy and to
develop additional functions to enhance their self-help role. Members of both groups
came together to form anew Hepatitis C drug user self-organisation.

Re-act was established with a constitution and successfully applied for funds from the
Comic Relief’ s small grants scheme for drug and alcohol self-organisations.
Establishing aformal steering committee has allowed group members to have awider
conversation about issues of shared interest beyond offering mutual aid through the
two support groups.

Re-act currently has three functions:

To facilitate the two continuing Hepatitis support groups within the host agencies.
To provide health education on Hepatitis C

To campaign for improved services and treatment options for people living with
Hepatitis C.

Members of Re-act sit on both the Department of Health and London Hepatitis C
Steering Groups.



4.2  Service User Groups

Definitions

Service user groups are usually established alongside a particular agency to promote
and develop an active dialogue between an agency and its service users (e.g. Horizon
User Group in Southwark and Lambeth and Drug Dependants Anonymousin
Northamptonshire). Such groups might provide aforum for service users to work
through concerns, comments, and complaints about an agency. They may adso act asa
standing forum to allow the service to inform and consult its service users about
potential changes or developments.

Sometimes service user groups within adistrict have aremit to relate to a number of
local services or Drug Action Teams (e.g. BADSUF - Bournemouth Drug and
Alcohol Service Users Forum).

Support Needs

Service user groups will often relate to, and be supported by, a particular service. The
service may offer meeting space and access to practical facilities such telephones,
computers and a postal service.

If the agency operates adrop in service, then it can be helpful to run the service user
group alongside or inthe drop in area. Thisalows service usersto engagein a
service users forum as they engage in the wider functions of an agency. This approach
also servesto raise the profile of the group and supportsit through the life of the
agency. This approach has been successfully applied with Swansea User Group.

The agency has an important role in advertising the work of the service user group as
they have full accessto the potential catchment group of this form of drug user group.

There may be local resources such as generic community development agencies,
patients' forums or voluntary sector resource centres that can provide support with
this work.

Models Of Facilitation

It is often difficult for workers within an agency to facilitate a service user group. As
Brager and colleagues note: “Many sponsors would be more likely to support the right
of the constituent group if such autonomy did not pose a threat to their own survival
and developmental needs’*. However, establishing alead contact person from the
service provider can help secure effective line of communication with the service user

group.

National Organisations
National Drug Users Development Agency
Methadone Alliance
The Patients Association

1 Brager G, Specht H and Torezyner (1987) Community Organising Columbia University Press New
Y ortk



Case Study - Trafford Service Users Forum

Trafford Service Users Forum was started two years ago. The initia catalyst for the
group was the proposed relocation of the local community drug team. The staff in the
agency wanted to ensure that drug user voices were heard in the subsequent re-
accomodation of the drugs agency. This was particularly important given problems
securing capital funding for the agency’ s new accommodation.

In order to initiate the group, the lead staff member put up advertsinviting service
users to attend a meeting to discuss these particular problems. The idea of an on-going
service users forum was a so raised. The formation of the group was professionally
‘contrived’. However, there was a strong commitment from the start to promote a
bottomup mode of community development and to encourage self-determination.
The staff member’ s desire was to create the space within which service users could
meet and discuss issues, with the rel ocation of the service being a particular focus.
The accommodation problem gave the group a clear purpose and role, which helped
group cohesion. Thisled the group to initially become involved in lobbying key
decision makers and funders. There were regular liaison meetings with the lead CDT
staff member to keep the service users informed of changes or progress.

Trafford Services Users Forum has 16 core activists, three of whom are elected to sit
on local joint planing forums. They have devel oped a broader service users' remit
beyond the initial crisis. They are involved in representation and are now seeking to
engage other drug users attending the agency. One of the drug user activists has
developed a questionnaire to help the core group understand the needs and aspirations
of the wider service using population. The questionnaire have been placed in al client
filesand will be handed to service users by staff members at their next agency visit.
This demonstrates a creative approach to reaching service users through agency
channels while retaining self-determination.

4.3  Advocacy Groups

Definition

Advocacy groups are those established to provide peer-based advocacy aongside
services. They may be an adjunct to other forms of drug user self-organisations (i.e.
ADAPT —‘Addicts Are People Too’ — South-East London), or exist mainly to provide
an advice and advocacy function (i.e. Methadone Alliance).

Support Needs
Those that provide advocacy roles may need support and training around:

The structure and organisation of local services

Best practice in relation to drug treatment or other services for drug users.
Complaints procedures

The process of advocacy itself

Again care should be taken in providing this training from within services, which may
themselves be the subject of the advocacy work. Specialist training should not be
viewed as means of local servicesimposing their view of drug treatment policy and
practice.



Models Of Facilitation

A speciaist advocacy for drug users or those in drug treatment could seek support
from a generic advocacy service or from an established advocacy groupsworking in a
parallel sectors such as mental health.

The Methadone Alliance has also helped provide training to local drug user groups
and activists devel oping advocacy services that relate to the drug treatment sector.

National Organisations
Methadone Alliance
National Drug Users Development Agency
Patients Association

Case Study -BAM (Basildon Methadone Advocacy)

Basildon Methadone Advocacy (BAM) grew out of the experience of one individual
dependent drug user. This person had been on along-term M ethadone maintenance
programme and had evidence of good compliance with treatment. For family reasons,
this person decided to move to anew area.

He confirmed with the local drug treatment service that M ethadone maintenance was
available before beginning the process of relocating his family. However, at the point
he sought to transfer his treatment, he was advised that the option of Methadone
maintenance had now been withdrawn. Instead, he was offered a community
detoxification programme. He sought to appeal internally about this decision but
without success. In light of this he approached the national drug users movement and
was referred to the Methadone Alliance.

He took out aformal complaint to the responsible NHS Trust following advice from
the Methadone Alliance. Thisled to aformal meeting with the Clinical Director of the
NHS Trust and the Consultant with responsibility for his care. In this meeting, the
drug user and his advocate were able to produce the evidence in support of

M ethadone maintenance. They were also able to argue the persona benefits of this
trestment option on the life of the individual involved. It was agreed to seek a second
opinion from a national drug treatment specialist, who endorsed the drug user’s need
for Methadone maintenance. The service user was put back on their previous
treatment regime.

While advocating his own case, the drug user met other service users. Some of these
people were a so being forcibly withdrawn from Methadone maintenance
programmes following the change of clinic policy. He started to work with these
peopl e as peer-advocate with support from the Methadone Alliance. These service
users also went on to win their cases and returned to their previous treatment regimes.
These people became the core group of BAM.



The nature of BAM'’ s relationship with services has since changed. There has been a
significant shift in clinic policy and staffing. This has led to a much more positive
engagement between BAM and the local treatment service. While people moving into
new areas often highlight disparitiesin treatment practices, they may aso have
limited links with other local users. This has been a challenge for BAM, particularly
once the immediate crises had receded and the motivation of some local users
understandably waned. However, the local drug agency is now willing to work with
BAM in order to find a new, more collaborative working relationship and the
foundations have been laid for alocal peer-based advocacy group.



44  Peer Support Groups

Definitions

Peer support groups are usually formed to reach out to non-service using populations.
As has previoudly been stated, Trautman has suggested separating peer support from
peer education (see Section ii — ‘Definitions’). Only the former can genuinely be
identified as a stream of drug user organising. This more participative approach is
endorsed by the World Health Organisation, who in a key statement on health
promotion asserted ‘It is a basic tenet of the health for all philosophy that...health

developments in communities are made not only for but with and by the people .

Peer support may be one of a number of functions provided by a broader drug user
self-organisation (i.e. C Alert — Hepatitis C group in Essex) or be the only function of
the group (e.g. The Crack Squad — peer support initiative with crack cocaine usersin
East London). While these groups are often formed with a specific remit, they may
go onto form themselves into more freestanding, self-determining self-organisations
(i.e. Project Liban, peer based initiative with Somali Kat Chewersin East London
which went onto to work around other health issues in Somali community™).

Support Needs

Those engaging in peer-support may require training around the specific issue being
targeted and also around the process of dissemination (i.e. techniques of outreach,
health education, active listening, etc). Drug users may aso benefit from reviewing
other health promotion resources, particularly those developed by other drug user self-
organisations. This may be drawn both from other examplesin the UK and the wider
international drug users movement. For example, the Junktion Project, the user group
in Portsmouth, gained permission to adapt and use resources originally developed by
SAVIVE amember of the Australian IV League.

Models Of Facilitation

Peer support involves engaging a group of drug users in a process of needs
assessment, problem solving and developing an intervention. Drug workers
supporting such initiatives would usefully have accessto the target population (i.e.
outreach workers), have a specialist skill in the process of peer-based work or social
marketing, or have particular expertise in the target problem.

Variation On Theme

A further model is where established drug user self-organisations become secondary
peer support groups by supporting sub-sections of the local drug using community to
respond to their own self-identified needs. The most formal example of this approach
isthe Tribes Project run by NUAA (the New South Wales Users & Aids Association),
which is part of the Australian IV League. In thisinitiative drug users were invited to
form together to develop peer support initiatives in response to a particular need
within a particular community. Thisled to harm reductions initiatives with drug using
bikers, lesbian and gay drug users, and dance drug users. NUAA were able to offer
specialist support aongside the funding and publicised the scheme and individual
initiatives through is magazine User’s News.

“2World Health Organisation (1986) TargetsForAll
3 Ahmed S (****) ***** Eagt | ondon and City Drug Services



National Organisation
National Drug Users Development Agency
Nationa Y outh Agency

Case Sudy — VOID (Voice Of Independent Drug Users)

Case study pending interview “

*walling A A descriptive evaluation of the North East Essex Voluntary Outreach Service Essex
Rivers Trust Health Promotion



45  Campaigning Groups

Definitions

Campaigning groups are also described as quasi-political groups®. These are groups
that represent the rights of drug usersin amore general form. Thismight include a
range of the functions of other groups described earlier. In addition, these groups will
tend to have awider remit to campaign for the rights of drug users with services,
policy makers, and also with the wider community (e.g. Brighton User Group).

Support Needs

Such groups are more likely to be self-determi ning. They may be part of an evolution
of other forms of drug user groups, reflecting the growing cohesion and thus the
development of wider aspirations over time. However, these groups can also benefit
from practical support in terms of venues, access to equipment, and facilities.

Models Of Facilitation

Campaigning groups are likely to be more stable and have found a more secure
structure over time. Therefore, they will either have established relationships with
supporting agencies or be able to operate independently. However, professiona drug
services can offer specialist support around funding, securing charitable status, and
other appropriate functions. Thisleaves control in the hands of the drug users but
builds and secures effective working relationships with local professional services.

The Big Issu€e’ s regional offices in the Northwest and in Brighton have both provided
support this form of drug user organising.

Some campaigning groups may have wider aspirations that do not fit with the direct
role of local services. In such cases the best approach for servicesisto look for areas
of overlap where joint working can take place and to acknowledge other areas (i.e.
drug law reform) where joint working is not possible or appropriate.

National Organisations
The Nationa Drug Users Devel opment Agency

Note:

The Development Agency is a charity and can therefore support groups that are either
themselves charities or are seeking to achieve charitable goals. Therefore, if drug
user groups are seeking wider political goals then thisis not something that the
National Drug Users Development Agency will be able to support. However, it can
advise groups of campaigning organisations such as those involved in the drug law
reform or human rights movements.

5 Jose B et al (1996) Collective organisation of injecting drug usersand the struggle against AIDSIn
AIDS, Drugs and Prevention (eds) Rhodes T and Hartnoll R



Case Study — East London Respect

Drug usersin East London had been engaged in a process of community development
since 1991 through the Healthy Options Team. Respect Users Union was formed by
local drug users with experience of community development in the health and social
care settings who wanted to add a campaigning dimension to their work. Thisis
reflected in the group’ s logo, which includes the phrase * Campaigning For Drug
Users Rights'.

The choice of the word union was a deliberate recognition of core groups desireto act
as ‘shop stewards' for the local using community. Respect drew together many senior
local peer leaders and this ensured that the group had immediate credibility with its
peers. Respect currently has around 200 members with an active core group of about
20 drug user activists.

The core group do not see themselves as the only representatives of local drug users.
They seek to exploit their ‘privileged access' in order to canvass the views of local
users. One example of this approach was aformal consultation exercise with local
users after growing complaints about the perceived heavy-handed management of
local drugs scenes by the police. Thisled to aseries of formal liaison meetings
between drug users and the police and a number of problems were addressed an
resolved.

One of the first major campaigns of the group was against an anti-drugs poster was
widely displayed across East London. Despite losing acomplaint to the Advertising
Standards Council, the group received coverage in the local press*FT and created a
strong sense of collective empowerment after its public actions against posters that
had caused alot of anger among the local using community.

The group’ s desire to increase self-respect within the local usng community is further
illustrated by their production of Respect T-shirts. Members would openly wear the
T-shirts questioning the hidden or ashamed status of being adrug user. Some
members reported how wearing the T-short gave them more confidence to argue for
improved drug treatment services. The group has provided formal training to its
members in advocacy and runs occasional surgeriesfor other drug users experiencing
problems with services.

While now fully antonymous and freestanding, Respect Users Union has continued to
work in partnership with the Healthy Options Team. This hasincluded a number of
peer support initiatives, joint initiatives™, and on the creation of amemoria treeina
local park for drug users who have died in East London.

The main problem faced by the group is development capacity. A number of its
senior members have secured jobs in the professional drugs field and this weakened
the leadership of the group. Funding is currently being sought for a peer development
work to support the range of drug user self-organisations in East London. The group
isnow known as East London Respect as two other areas in the UK and Channel

6 Bath N (2000) Too HOT to house?— A partnership between municipal housing and drug user
groupsto preserve housing t enanci es Presentation to the International Conference on the Reduction of
Drug Related Harm



Islands have formed independent groups under the Respect name sharing a common
philosophy and approach.

Variations On A Theme

A number of national drug user self-organisations, particularly those representing
recreational drug users, may have a much more strongly focussed campaigning role,
which operates amost exclusively in the political arena (i.e. the Legalise Cannabis
Alliance, the Cannabis Coalition UK, and the Medical Marijuana Co-operative).
Other groups may have adual function. For example, the Dance Drugs Alliance is
mainly a campaigning organisation for dance drug users” but also undertakes
advocacy work for individual clubbers and free partiers and promotes safer drug use
within its peer group®.

Finally, drug users may at times work together with drugs professional to campaign
on specific issues (i.e. Action on Hepatitis C). These are not drug user self-
organisations but they do provide an important bridge between the professional field
and the drug users movement.

4.6 Peer Based Service Providers

Definitions

These are drug user self-organisations that provide services to other drug users. These
may be funded in asimilar waysto other drug agencies but will usually have a
different relationship with their service users. Drug users may be services users,
members of the organisation., and aso work for the drug user self-organisation on
either avoluntary or paid basis.

The four main forms of peer-based service providers are:

Services For Run By And For Ex-Drug Users — Many ex-users have adesire to
offer something back to other drug users once they move away from problem drug
use. Thismay lead them to be important playersin the formation of a new
mainstream drug service (i.e. Exeter Drugs Project). This approach does not
automatically lead to a drug user self-organisation, as the agency may be
established with a broader based Management Committee and staff team.
However, other agencies will remain more connected with their user origins and
can legitimately claim to be drug user self-organisations (i.e. Off The Hook).

“"Daley M (1999) The ravers are revolting- Drug-takers are demanding a better deal from club
owners. Do they deserveit? Big Issue

“8 Dance Drugs Alliance (2002) 18 Things you need to know about drugs Mixmag February 2002
Edition



Peer-Based Needle Exchanges - Thefirst ever needle exchange was run by Dutch
drug users® and this remains the most common form of peer-based service. The
Australian IV League’ s regional groups are primarily based on peer-based needle
exchanges. In many other parts of the world, needle exchanges have become a
mechanism for legitimising collective action among drug injectors. Thisisvery
important in settings where drug users face substantial scapegoating * and more
public drug user organising would be very risky for the individualsinvolved (i.e.
Eastern Europe). Given the quick move to professional needle exchangesin the
UK, peer based needle exchanges did not become a mainstream part of the British
response to HIV/Aids. However, Mainline Northwest in the Moss Side area of
Manchester remains an enduring example of a peer-based needle exchange.

9 Byrne J(1999) Doneto, done over, doing it for ourselves- The history of the drug users movement
Black Poppy Magazine Issue 3

% Friedman S (1998) The political economy of drug-user scapegoating and the philosophy and politics
of resistance Drugs Education, Prevention and Policy Vol. 5No 1



Peer-Based Outreach Services — There are international examples of outreach
being another service provided by drug usersto their peers. Thismay be an
adjunct to peer-based needle exchanges (i.e. Australian IV League - AIVL) or it
may be the primary function of the group (i.e. Brugerforen — the Danish drug

users self-organisation’ s work in Copenhagen). The most common form of peer-
based outreach service are dance safety initiatives. These may be either overtly or
implicitly self-organisations of dance drug users reaching out into the club and
free party scene (i.e. Crew 2000 in Edinburgh®). In some settings, this extends to
providing a pill testing service (i.e. France and Germany).

Peer-Based Community Development Teams — These are agencies providing
support to other drug users to engage in drug user organising. These will

normally exist as an adjunct to a national network of drug users self-organisations.
Thisis part of the function provided by the National Drug Users Development
Agency inthe UK and Channel ISlands. Similar agencies exist in Australia,
France and Holland. Usually, these agencies will also act as the peak organisation
for the national network of drug users self-organisations, with a democratic
structure linking back to their member organisations.

Support Needs

These organisations will often have significant organisational development needs. As
with any other newly formed agency the first phase of development is the most
arduous. Thereal challenge isto be able to offer professional support to these groups
without undermining the process of drug user self-organising.

Commissioners often look to bring in a professional parent organisation as a helping
hand. In fact, this approach has led anumber of innovative drug user self-
organisations to be subsumed into mainstream professional services and for the peer-
based nature of the agency to be lost. Thisis not usually deliberate process but it
reflects the expertise of professional drug servicesin running a particular form of drug
agency. The standardisation of systems, employment practices, and operational
policies |eads these peer-based service providers away from their user origins.

Providing organisation development still remains an important issue.  Committed
drug user activists may have substantial skillsin providing servicesto their peers but
may not know how to run an organisation. This experience is best evidenced in the
early history of Mainliners, where the user volunteers lost control of their agency after
facing a crisgisin running the organisation. While Mainliners has gone onto be a
valuable professional service, thiswasthe end of itstime as adrug user self-
organisation.

One model that can be helpful is where commissioners contract with amainstream
drug service to mentor, or even to directly manage the drug user organisation, with an
explicit timetable to achieve full self-determination. This model worked successfully
when East London and City Drug Services supported Project Liban through its early
development phase and is the basis on which Mainlinersis offering support to the UK
Assembly on Hepatitis C.

1 McDermott P (1993) Crew 2000: Peer Coalition in Action



Variation On A Theme

Thereisaso ahybrid version of a peer-based service provider. These are agencies
that operate from a user-based model but whose parent organisation is a mainstream
drug service provider. The most notable example of this approach is the Healthy
Options Team (HOT) in East London™. HOT’s staff team is drawn from both drug
using™ and non-drug using backgrounds and all working within the framework of a
community development model.

The benefits of this approach are that the drug user self-organisation is provided with
the support and backing of a more established organisation with expertise in the drugs
field. The downsideisthat these parent organisations will often, over time, water
down the staff team, service model, and Slowly drain away the agency’ s community
approach until it is fundamentally a mainstream drug services. Another problem
arises where the parent organisation is the main service provider in an area. The drug
user self-organisation may be drawn into conflict with other agenciesin its parent
group, or even with its own management, in advocating for, or representing the views
of, local drug users. This problem is best illustrated by the experience of ACTIV —
the Canberra drug user self-organisation (part of AIVL), which was closed down after
acriticising its ‘ sister organisation’ the local drug and alcohol agency. ACTIV was
later reconstituted as an independent organisation and the commissioners switched
funding away from the professional parent group.

4.7  Defence Groups

Defence Groups are those that develop in response to alocal crisis and, as aresult, the
group is normally formed with a specific purpose and goal.

One of the earliest examples of adrug user group in the UK arose among patients of
Dr Anne Da ey when she was under investigation by the General Medical Council in
1985.

Patients of Dr John Marks developed a similar campaign when the heroin-prescribing
programme in the Wirral was withdrawn in 1995 ** >

Established drug user groups may take on temporary defence functionsin the face of
local crises (e.g. East London Respect’ s successful “Who Shot HOT? campaign
initi ated after the Healthy Options Team was threatened with closure in 1998 or
ADAPT’ swider campaign around private prescribing doctors in 2001).

*2 Burke T (1992) HOT House Y oung People Now Magazine

%3 Southwell M (1993) Have the luatics taken over the asylum? A review of the Healthy Options
Team' s employment policies Drug News Magazine

>4 Ashton M (1995) Rooftop protest as John Marks loses last clinic Druglink

* Henman A (1995) Drogues legales: experiences du Liverpool. Ediions du Lezard



Given the spontaneous and situation specific nature of these groups, it is not possible
to give advice about support needs and facilitation. However, such local crises can
initiate or invigorate drug user groups as they give a strong focus for work and a clear
collective goal. As Queen points out, shared identity will increasingly manifest itself
when ‘rivalries within (the community) are overshadowed by conflict without.’™® The
challenge with defence groups is to form a sustainable model of drug user self-
organisation, or to tie in those activists mobilised by a specific issue, once the specific
crisisisover.

48  DrugUser Magazines

Definition
These are magazines run by and for drug users. They may include one or more of the
following functions:

Peer-based health education

Harm reduction

Supporting advocacy

Disseminating models of drug user organising

Acting as apoint of shared reflection for the drug using community (see Figure B
in 4.10: ‘Understanding The Nature And Role Of Drug User Self-Organisations')
Informing its readership about the local or national debate on drugs policy and
practice

Feeding back from consultation events

Reporting on local, national, or international conferences

Discussing the role, effectiveness, and direction of the drug users movement,
national networks of drug user self-organisations, or individual drug user groups
Wider lifestyle issues and community news

Local information about services

A number of national or local drug user organisations run drug user magazines (i.e.
The Users Voice linked to the John Mordant Trust). These provide akey mechanism
for reaching beyond those who are actively involved in the day-to-day running of
groups. Other magazines will be independent operations that work alongside other
drug user self-organisations (i.e. Black Poppy and Monkey).

Some groups run their own newsdletters to keep their members informed of progress
(i.e. BADSUF newdletter).

Drug user magazines can also be used to disseminate information to a wider
congtituency thus creating a‘virtua’ group among those affected by an issue but not
directly attending a self-help group (i.e. Hep Cats — magazine for people with
Hepatitis C in Cardiff).

Thefina form of drug user magazine is one run under the auspices of a professional
organisation but with a significant presence of drug users on the editorial group (i.e.
Mainliners Newsletter).

5 Queen S (1923) What is ‘ community’ ? Journal of Social Forces pg 381



Support Needs

Drug user magazines have many of the same support needs as other drug user seif-
organisations. However, they may also have specialist needs around magazine
development (i.e. layout, editing, working with printers, and distribution).

There may be sympathetic journalists who might offer specialist support to these
groups as successfully happens with the Mainliners News etter.

Drug user magazines are increasingly communicating over the Internet within the
international drug users movement. This can be valuable in terms of sharing expertise
and material.

Models Of Facilitation

Drug user magazines can be challenging to fund and organisationally support.
Funders or services may be interested in the health-based elements of a magazine.
Users may read the magazine because of its wider reflection of community concerns
and views. The dilemmafor drug user magazines is that too heavy afocus on health
turns off their readership, while continuing to act as an independent voice for drug
users may bring them into conflict with those that fund or support them.

A good compromise can be for commissioners to fund the health element of the
magazine, acknowledging that the wider content plays an important role in the
magazine' s credibility in the eyes of its readership. The wider packaging of this
health information within lifestyle features and community news is thereby seen asa
tool to ensure penetration into peer networks. This arrangement can be publicly
declared inside the magazine.

Case Sudy — Black Poppy

Black Poppy magazine was formed in West London in 1999. Initially it wasaloca
magazine supported with funding from the local Drug Action Team and practica help
from aloca needle exchange. Thisinitial engagement with services wasimportant in
underpinning this first year of work by providing the magazine with access to office
gpace and computer equipment. The magazine quickly established a strong connection
with its target audience covering arange if health, social, and life styleissues. The
core group’ s confidence grew in their own abilities and they secured team working
skills

The Editor also went to the International Conference on the Reduction of Drug
Related Harm and was able to share experiences and ideas with those running drug
user magazinesin other national settings.

After the publication of the first edition, the magazine then started to face problems.
Itsoriginal backers started to question the content and approach of the magazine. This
was in particular because the DAT’ s police representatives stated that they could not
support written materia that appeared to endorseiillicit drug using. The needle
exchange also withdrew its support.



Over the 2000, the magazine had to establish itself as afully independent venture. The
magazine had to relocate into someone’ s house, equipment had to be purchased, and
production, editing and distribution skills had to be secured by the Editorial Team.
Thiswas adifficult period in the development of the magazine. For example, one
whole edition had to be re-written after it was lost after a computer crash. Trying to
devel op the magazine under these conditions led to significant problems for the
volunteer editorial team. Even though its dissemination through the national drug
users movement, had given it awider national profile and significant acclaim within
the drug using community, it was hard to respond to the growing demands and
expectations.

However, 2002 sees the Black Poppy team back in the swing of things having
benefited from funding from Comic Relief. Plans are in place to expand the funding
base of the self-organisation. Circulation has risen from 2,000 in itsfirst year to 4,000
copies. There remains much wider demand for the magazine from both services and
drug users, which Black Poppy does not have the resources to meet.

In addition to free distribution on the street and through prescribing pharmacies, 199
drug users are regular subscribers to the magazine and 300 professional organisations
buy copies ranging from a couple of copiesto the box load. Readers letters and the
profile of subscribers highlights how the magazine reaches into areas without drug
user groups and creates an engagement with the wider drug users movement for those
in more isolated areas. It isimportant to note the drug user magazines are often read
by anumber of users. It was estimated that on average four people read every copy of
Mainline magazine in Amsterdam.

Black Poppy has a core group of about seven writers with other occasional
contributors. Black Poppy’ s Editor points out that a magazineis avery demanding
form of drug user self-organisation, given the pressures of deadlines, the need for
clear organisation system, the demands of distribution, and the comparatively high
costs of the venture. A major breakthrough has been the recent appointment of a
secretary.

4.9  Understanding The Nature And Role Of Drug User Self-Or ganisations

It is best not to see drug user self-organisations as somehow representative of the
entire drug using community in alocal area. However, they do provide avaluable
point of accessinto the local drug using community. In thisway drug user self-
organisations can provide a stable point of contact between services, planners, and the
local drug using community.

It should not be forgotten that drug users aready operate within local groups. As
Grund notes. ‘Habitual drug users are often organised in small often dyadic friendship
groups. These provide IDUs (injecting drug users) with opportunities for partnerships
aimed at producing resources, through various hustles, to buy drugs.” >’

>" Grund JP (1996) Peer-driven outreach to combat HIV among | DUs: abasic and preliminary results
in AIDS, Drugs and Prevention (eds) Rhodes T and Hartnoll R



Many drug user self-organisations seek to draw these friendship groups into a more
cohesive engagement that has a purpose beyond funding, buying, and taking drugs.

Inevitably, a core of activists will maintain any group even where there is awider
membership. Membership of drug user self-organisationsislikely to be fluid, with
some individuals remaining active members over a period of time, while others will
come and go.

As groups become more established they will sink deeper roots into the local
community. Asthis happens they may be fairly viewed as securing a profile and
engagement with their constituency, even if these drug users do not formally become
members of the drug user self-organisation.

When groups achieve this degree of development, the analogy of a drug users trade
union can be helpful. It highlights how a core group of activists might relate to a
wider membership (or constituency) of local drug users. Very few user groupsin the
UK and Channel I1dands have achieved this stage of development at the point of
writing, although this process can be evidenced from international examples. Drug
user magazines are often an important part of this process as been shown in France,
Germany, and Australia

Drug user groups themselves may change and evolve, initially having focused on
specific roles but over time developing a stronger cohesion and wider sense of
purpose.

It isalso possible to look at drug user self-organisations from a process perspective.
This approach sees groups providing a point of shared reflection within alocal drug
using community. Thisisillustrated in Webster's Community Development Cycle®,
which shows the potential of a continual developmental journey informed by life
experience.

Figure B: Community Development Cycle:

Experiencing
(Individuas identify or experience a problem)

-

Y B
Applying Shared Reflection
(The group apply their strategies. (A group of individuals realise that they
Asthey experience the results of have identified or experienced common
their actions, they re-start the cycle) or related problems)
Y R
Generalising

(The group analyse their common problems,

%8 Webster G (1989) Community development and health promotion — links between theory and
practice Public Health Alliance Symposium



discuss potential strategies, and agree on a
course of action)



410 A Brief History of Drug User Self-Organisation:

The 1970s saw the ‘ spontaneous’ formation of two key drug user self-organisations.
Thefirst was the * Junkie Bond’ developed by drug users in the Netherlands to obby
politicians and the media about the trestment and misrepresentation of drug users™.
The second was the * Committee of Concerned Methadone Patients and Friendsinc.’
(CCMP), which was formed by Methadone patients in 1973 affirming the importance
of advocacy for those in drug treatment programmes. ©

These two early examples of drug user self-organisations, also illustrate the two main
streams of drug user organising:

The development of interventions and the fostering of healthy communal
beliefs, values and patterns of behaviour within illicit drug scenes.

The service users and patients rights movements.

The advent of HIV marked a significant period of development for drug user self-
organisations. In particular, this period saw the promotion of drug user groups by
sympathetic professionalsin Australiaand New Zealand using a model described as
‘contrived spontaneity’ .®* This model reflects the role of professional allies or
facilitators in stimulating the growth of drug user self-organisations. These can go
onto to become as equally self-determining as those groups that started in amore
spontaneous form. At the point of writing, drug user self-organisations exist on every
continent of the world with the exception of Africa

%9 McDermott P (****) Will drug users respond to the challenge?

89 Woods J (****) Advocacy and the voice of the consumer

61 Byrne J(1999) Doneto, done over, doing it for ourselves- The history of the drug users movement
Black Poppy Magazine Issue 3



The history of drug user groups in the UK and Channel 1dlands had remained
somewhat haphazard with individua groups coming and going before the formation
of the National Drug Users Networksin 1999. The National Drug Users Networksis
acoalition of two types of drug user self-organisations:

Loca Drug User Groups — those with alocally focussed geographic remit
Specia Interest Groups — networks or organisations operating in the national
arenawith a specialist focus (i.e. drug treatment, Hepatitis C etc)

The Nationa Drug Users Networks has provided the legitimacy for discussions with
Government and senior policy makers. This hasled to improved user representation
in national discussions on drug treatment and blood borne viruses, and better
representation between national professional drugs organisations and the drug users
movement.

The vast mgjority of drug user groupsin the UK are small in size, their structures are
fragile, and they are poorly resourced. Some have yet to secure arole and function
beyond a point of shared reflection for agroup of local drug users. However, these
groups can still provide a contact point with the local drug using community and a
foundation from which a more defined group can develop.

Despite the emerging nature of the drug users movement, much valuable work is
being done, new institutions and networks have been established, and some strong
links have been secured with the professional drugs field. This context potentially
provides the foundation for future development, wider representation, and more
secure self-organisations.

4.11 The Search For ‘Reasonable’ Drug User Self-Organisations

A significant theme in the professional support of drug user self-organisationsisthe
search for ‘reasonable’ drug user groups or representatives. This hasled professionas
to withdraw their support from drug user self-organisations because they are seen to

be unreasonable, too angry, or too militant. Professionals either try to dismiss the
relevance of these drug user self-organisation, challenge their legitimacy, or offer

other groups of drug users the chance and resources to self-organise as an attempt to
offset the criticisms of the existing drug user self-organisation. This latter approach
will normally be based on forming a service user group with the hope that a restricted
focus will keep the drug user group in ‘safe’ territory.

Thisisadifficult and usually counter-productive approach. Over time drug user self-
organisation will link together with their peers®. There is substantial anger among
drug users at the range and quality of drug services, with drug policy, and with wider
issues of socia exclusion. It would be wrong to say that all drug users share the same
views. However, it isunjust and against al the principles of community participation
to seek to suppress views that are uncomfortable or contradict the views of
professionals or politicians.

82 National Drug Users Development Agency (2001) Drug user invol vement— The Scottish experience.
History, analysis and the way forward. National Drug Users Devel opment Agency



The limited history of engaging drug usersin the UK has led many to bottle up their
anger and frustration so that when first engaged these feelings can be explosive.
However, over time, and with acommitment to inclusion, this historic reservoir of
feelings can be drained and a more constructive engagement is enabled. The real
challenge for professionalsisto see this as part of the developmental process and not
to take comments personally. When professionals seek to cap or stem the flow of this
initial expression anger and frustration, this leads to a severe fracturing of
relationships. Thiswill inevitably exacerbate the problem. It isonly through positive
inclusion that these feelings will be reduced and drug user self-organisations will
grow to have clearer understanding of the funding or policy restrictions faced by drug
services.

412  Section Summary

This section has identified the range of drug user groups. These fulfil roles functions
that can provide important contributions to the tapestry of local services.

Some drug user groups will neatly fit into one category, while other will have
multiple roles. Others may develop and change their roles over time.

Services have arole in supporting drug user self-organisations but need to show care
in defining and negotiating thisrole.

Some functions of drug user self-organisation, and some forms of recreational drug
user groups, will sit outside the professional service environment.



5. Employing Workers To Support User I nvolvement, Peer Support And
Drug User Saf-Organisations

5.1 Professional Facilitators

Roles

Professional facilitators are people employed to support drug user organising. They
areincreasingly being employed in England as ‘ User Involvement Workers'. These
may have aremit to stimulate particular forms of drug user organising or to support
drug user involvement and drug user self-organisation inaparticular area. It is most
helpful when these post holders are given sufficient scope to allow bottom-up
community development work with drug users.

Location

It is very important that care is taken in locating professional facilitatorsin the
spectrum of local services. Linking adistrict-wide post to any one team may play into
interagency rivalry. Infact, attaching a professional facilitator to any drugs team can
initself be problematic given the potentia conflict of interests.

It is not impossible to locate professional facilitators alongside drug services but
significant caution should be shown. Such an approach has led to:

Drug users to seeing these professional facilitators as agents of drug services.
Professional facilitators attempting to foster replacement representatives and
groups as part of an attempt to sideline or undermine existing ‘ unreasonable’ drug
user self-organisations (see Section 4.11 * The Search For * Reasonable’ Drug User
Self-Organisations').

Professional facilitators becoming overly focussed on drug work agendas (i.e. one
facilitator who formed a new local community drug team while employed to
support alocal drug user group).

A drug professional to be removed from a multi-disciplinary team after
championing user involvement.

Significant conflict between senior management, who supported user

involvement, and senior professional staff, who experienced this approach as
conflicting with traditional models of addiction and undermining professiond
autonomy.



Alternative options that have been successfully applied include:

Linking professional facilitators to established national or regional drug user
groups.

Attaching professional facilitators to generic community development agencies or
patients' rights organisations.

Contracting the work out to non-service providing drug teams such as drugs
education teams that draw their staff from youth and community backgrounds.
Employing the professional facilitator through the local health promotion unit,
particularly if the unit has experience in community development or peer support
work. This approached was successfully applied in securing the community
approach of the North East Essex Outreach Service. ®

The professional facilitator is linked into the wider management structure of the
service, rather than a direct link with any one services (i.e. Trafford Substance
Misuse Service). Thisrequiresaclear commitment from the senior management
to user involvement.

An alternative option might be to link the professional facilitator to local joint
planning structures for example working alongsde aDAT Co-ordinator. Thisreflects
the important relationship between those planning and commissioning services and
the consumers of services. Care still needs to be taken ensure autonomy but a number
of positive relationships have developed between drug user self-organisations and
DAT Co-ordinators.

Recruitment

Given that many clinical drug workers may not posses the skills necessary to
undertake this type of facilitation work, it is important to consider advertising outlets
and the person specification carefully. The following people are likely to have the
knowledge, skills, and experience for this type of work:

Community development workers

Y outh workers

Those from self-help movements

Health promotion workers with a specialist interest in community and peer-based
models

Those from the patients' rights or consumers movements

Outreach or detached workers with atrack record in community models

Where there are drugs specialists with the above skills then this is obviously helpful.
However, given the current skills mix in drug services, it may be sensible to prioritise
people with the appropriate facilitation and process skills rather than seeking drugs
specialists.

As the drug users movement matures and develops in the UK, thereislikely to be a
growing body of drug user activists who may also be able to apply for such positions.
The National Drug Users Development Agency can help advertise posts through their
internal structures, as can the range of drug user magazines.

% Bolton K and Selleck S (1991) Out on your own: making solo outreach work Druglink



Timescales And The Journey To Self-Determination

The challenge for any professional facilitator isto know when to shift their role and
encourage the transition to self-determination. It isthe sign of a successful project
that drug users develop the necessary skills and aspire to lead their own self-
organisations. Equally, it isimportant not to withdraw professiona support too
quickly. Succession planning is an important part of the developmental cycle.

Too often timetables are defined by short-term funding. Good practice would
determine that user facilitation posts should be funded for athree-year period. Thisis
the usua period which its takes for community based initiatives to become established
and to reach the ‘lift off’ point®.

However, the professional facilitator may change their role and work focus during this
time moving from an initiator, to a development worker, and finally becoming a
consultant and mentor as the life cycle of the project progresses.

Having afunded professional facilitator should prevent the move towards funding
peer development worker or group co-ordinator (see Section 5.3). A number of
experienced drug user activists have left voluntary work to seek paid employment and
this has inevitably undermined a number of drug user self-organisations. While a
project may be funded for three years, it may be appropriate to have renewable
contract with the professional facilitators in case self-determination is achieved prior
to thistime.

Management |ssues

If posts are located in drug services or generic community development agencies, itis
likely that line management will not contain expertise in the process of facilitation
and in specialist drugswork. The need for non-managerial supervision, consultancy,
or aspecidist advisor should be built into the funding of the project. This might
relate to the professional facilitator alone or to the wider project, including the line
manage.

One of the potential challenges for professional facilitatorsis managing aspirations of
drug user groups or activists that move beyond health or social goals. Another
dimension of thisissue is where the professional facilitator seeks to introduce a
politica dimension into drug user organising. Hening and colleagues provide a
helpful clarification of appropriate boundariesin their discussion of outreach work in
ayouth and community setting. ‘A detached worker does not set out primarily to
change society to fit the young person but to help the young person achieve ahigh
resilience so that he can cope and where appropriate, effect change himself.” ®Given
public debate on drugs policy it is quite understandable that drug users aspire to
contribute to this debate. However, there needs to be clear ring fencing of resources
and staff time to avoid difficulties with the laws surrounding charities and the
validation of funding allocated for health, and social purposes.

% Health Education Authority — HEA (1994) The MESMAC Guide— A practical resource for
community based HIV prevention with gay and bi-sexual men and other men who have sex with men
HEA

% Hening M et a (1977) Evaluation of Detached Youth Work National Y outh Bureau — Occasional
Paper 17



Case Study — Sandwell Advocacy

The Sandwell Advocacy Project is a generic community development agency working
in the West Midlands. They were contracted to stimulate user involvement among
drug usersin thelocal area. They appointed aworker with experience of self-helpin
the gay community. While he did not have speciaist knowledge about drug issues, he
was an expert in the process of community organising. He addressed his knowledge
gaps by meeting with a number of national drug user self-organisations looking at
issues of drug treatment, Hepatitis C and specialist issues relating to working within
drug using networks. The professional facilitator brought specialist skillsin terms of
fund raising, project management, and knowing local systems.

The professional facilitator benefited from the support of aloca drug using peer
leader who was already involved in Sandwell Advocacy. This provided important
credibility for the project as well as offering invaluable privileged access into the
local using community. Professional access points were also used, although one
agency was unwilling to support the initiative and was suspicious of its motives.

The work of the professional facilitator supported the development of alocal café for
drug and acohol users.

5.2 Paid Advocates

Roles

Paid advocates are employed to support drug usersin their use of health and social
care services. Paid advocates will usually be linked to drug treatment services. Others
may have awider roleto relate to drug users more generally, supporting them in their
use of specialist drug service and other health and socia care provision (i.e. maternity
services, dental services, genera practice, etc).

Paid advocates will take a caseload of people who are experiencing problems with a
service. The goa isto support them to either engage in a process of conflict resolution
or take out aforma complaint. Thisis most often around drug treatment or other
medical interventions but could equally be about interpersonal differences with staff
members, breaches of confidentiality, or other perceived unfair treatment.

On occasions, paid advocates will also have aremit to develop a peer-based advocacy
network of volunteers and this role impacts on the process of drug user organising. In
such schemes, the peer advocates will usually manage less complex or routine cases
with the paid advocate taking over more complex or speciaist cases. In addition, the
paid advocate will usually provide training, supervision, and advice.

The Methadone Alliance runs courses for drug user activistsin peer advocacy. The
aim of the training course is to equip people to respond to the most frequently
identified concerns of those seeking advocacy support:

Problems obtaining effective M ethadone treatment
Disciplinary discharge procedures
Problems related to supervised consumption



More complex cases are then referred to the paid worker at the Methadone Alliance.

Location

Paid advocates will often be based in, or have access to office space close to, the main
service to which they relate. However, ideally this work should not take place inside
the agency itsalf, asthis could prove intimidating for those seeking advice.

These posts can be usefully linked to:

National drug user self-organisations (i.e. The Methadone Alliance)
Patients rights or advocacy services

Community Health Councils

Peer-based advocacy groups (i.e. local drug user self-organisations)

Another option isfor the paid advocates to work alongside the local DAT Co-
ordinator.



Recruitment
There are two models of peer-based advocacy:

In the * spontaneous’ approach, service users come together to form voluntary
advocacy groups that may over time seek funding for professiona posts.

In the ‘ contrived spontaneity’ approach, a paid advocate is employed with aremit
to stimulate peer-based advocacy, in addition to providing a direct advocacy
service.

The ‘ spontaneous’ approach will normally see the peer-based advocacy group seeking
funding for one or more of its drug user activists. Alternatively, a post may be
advertised exclusively among this core group (an internal advertising approach).

In the ‘ contrived spontaneity’ moddl, it islikely that posts will be externally
advertised. Applicants may be sought from generic advocacy, patients' rights or
consumer protection backgrounds.

Management |ssues

The danger for any advocacy project isthat they lose their position as an ‘ honest
broker’. ® It is hard for professionals to hear complaints that might be seen asa
challenging to a staff member’ s professional standards, commitment, or practice.

The drugs field has arange of different models and professionals may hold strong
views about the type of services they want to provide to their patients. In many ways
it isthis context, and the current low level of complaints from service users, that
emphasi ses the importance of independent advocacy services and a clear statement of
patients’ rights.

Establishing clear lines of communication between advocates and the senior
management and professional heads of local drug treatment, can help services identify
themes and developmental issues. It isaso valuable as ameans for defusing any
negative feelings that might build up within services about advocacy work. It can be
helpful to have an independent chairperson for these meetings such as someone from
the local public health department.

Advocates obvioudly require operational management, which should be secured
through their employing organisation. Where the expertise of the employing agency
is advocacy work then securing access to independent specialist advice on drug
treatment is important for the effectiveness and credibility of the staff member. The
Methadone Alliance, through its staff, Executive, and patrons, is a credible source of
advice.

% Nelles B (2000) Honest brokers— The role of the Methadone Alliance Methadone Alliance—
Conference Report ‘ Expanding and Exploring Treatment Options



Case Study — Methadone Alliance

The Methadone Alliance received a series of telephone calls from people receiving
treatment in the Midlands. The complaints centred around the introduction of
supervised consumption, which had recently started in the area without advance
warning. Volunteers from the Methadone Alliance gave al callersinformation and
advice about supervised consumption, and the General Secretary wrote to the local
providers seeking clarification of the situation.

At the Methadone Alliance, it was decided that the situation would benefit from
professional advocacy so the cases were referred to the General Secretary. With the
help of alocaly facilitated group for people in treatment, the General Secretary met
with local users, as well aswith the local service providers, and representatives from
the relevant Health Authority.

The Methadone Alliance asked local providers to provide a mechanism to enable
patients who felt unfairly inconvenienced by supervised consumption to review this
practice. The local Health Authority and the local treatment providers agreed to this,
and they worked closely with the General Secretary, forwarding aletter from him to
every patient receiving methadone. This |etter advised people who were experiencing
problems with the new system to send in atear-off dlip asking for their supervision to
be reviewed.

Thelocal provider to examine these complaints formed a small group. The General
Secretary from the Methadone Alliance met with all those who complained, and
attended all the review meetings.

Asaresult, nearly half the clients were able to arrange a satisfactory transition back to
take-home doses. Other clients whom the providers felt needed to remain on
supervised methadone were given explicit information about what steps they needed
to take. Theinvolvement of a professiona advocate helped to clarify the issues of
supervision policy to both the clients and the staff of local services. Asaresult, more
flexibility was introduced into the prescribing system as well asimproved written
information for clients.



5.3 Peer Development Workers/ Group Co-ordinators

Roles

Peer development workers or group co-ordinators are those employed to work
specifically within or alongside drug user self-organisations. These may be employed
by national drug user self-organisation to support clusters of drug user groups.
Alternatively, they may be staff co-ordinating larger, more established drug user self-
organisations.

Location

These post holders will normally be based within the offices of their own drug user
self-organisations. Where office facilities are not available people might work from
home or may be based in a partner agency.

Recruitment Issues

These workers will often be the initiators or senior players within an existing drug
user self-organisation. They will often have worked on avoluntary basis for a period
of time prior to seeking employment. If thereisonly one post, but a number of
volunteer drug user activists, then an internal advertising model can be applied. This
restricts applications to existing members of the group but ensures afair process of
competition between group members. There needs to be a balance between equal
opportunitiesin its strictest sense and fairness in relation to rewarding those who have
pioneered drug user self-organisations.

Having an external person on the interview can guarantee fairness among a close
group of drug user activists.

Management |ssues

Peer development workers or group co-ordinators will be funded to provide
development capacity to agrowing drug user self-organisation. The staff member
will either be employed by the drug user self-organisation or the post holder may be
linked to alocal sympathetic organisation to work with the drug user self-
organisation.

Where development support is being provided to a cluster of drug user self-
organisations, alead agency will need to be identified to manage the post holder.
Thismight be anational drug user self-organisation (i.e. The National Drug Users
Development Agency, The UK Assembly on Hepatitis C, or the Twelve-Step
Fellowship).

Support Needs

Those drug user self-organisations that have reached the point of employing staff are
likely to have achieved a reasonable degree of autonomy and organisational
development. However, employing staff may be a new challenge and professional
service may offer help with model job descriptions, advice on the interview process,
and access to human resource services.



Case Study — National Development Worker National Drug Users Devel opment
Agency

The first National Development Worker of the National Drug Users Devel opment
Agency undertook the role on a unpaid basis. This volunteer worked with other senior
drug user activists to form the systems within the National Drug Users Devel opment
Agency, secured aworking Management Committee, and led the search for core
funding.

Comic Relief alocated a £250,000 fund to support drug and alcohol self-organisation
in 2000. In addition, to offering a small grant of £3,000 to drug and alcohol self
organisations, Comic Relief allocated £30,000 to the National Drug Users
Development Agency. Thisalowed for the appointment of a National Devel opment
Worker who could provide advice and practical support to those groups funded
through the Comic Relief scheme.

The volunteer post holder made it clear that he would not stand for paid position. It
was agreed to advertise the post internally within the drug users movement given that
an expertise in drug user organising was an essentia criteria on the person
specification. The post was advertised in three ways:

Through drug user magazines
Through the Mailing List of the National Drug Users Development Agency

Through the email lists of the National Drug Users Devel opment Agency and the
international a drug users movement

The Management Committee agreed a recruitment process. The Senior Grants

Officer from Comic Relief was invited to join the Chairperson of the National Drug
Users Development Agency and another Management Committee member on the
interview panel. An equal opportunities approach was applied to both the short listing
and interview process. The external interview panel member played an important role
in securing objectivity in the interview, as the two Management Committee members
knew all the candidates.

The National Drug Users Development Agency contracts out parts of its payroll
service to a specialist company. The Chairperson of the organisation provides
supervision to the staff member with additional support coming from other members
of the Management Committee. Both the National Development Worker and the
Chairperson have dual backgrounds in the professional drugs field and the drug users
movemen.

This post has been vita to demonstrating the capability of drug usersto identify and
share best practice through peer networks.



54  Employing Staff From Drug Using Backgrounds

Roles

Drug workers from drug using backgrounds have been employed within drug
services™ but many services have operated with atwo-year drug free rule. The
interpretation of thisrule has varied significantly but it has served to keep drug
workers who are active drug users, or on substitute programmes, away from
employment in the drugs field.®®

However, ex-drug users have been employed in the drugs field. A number of reasons
can be cited in support of this approach:

In the period when the primary function of drug services was to encourage drug
users to achieve drug free status, ex-drug using drug workers had relevant
expertise linked to their life experience.

Visible role models reinforce the fact that change is possible.

Ex-drug users can a so support their non-drug using colleagues to have a better
understanding of the benefits and challenges of achieving and sustaining
abstinence.

Ex-drug using workers may have shared experiences or personal insight that
supports them to devel op a heightened sense of empathy.

Now that drug services have wider public health and crime reduction goals, awider
range of role models seem appropriate. Drug using workers might appropriately work
in services with harm reduction goals, such as needle exchanges, methadone clinics,
and outreach services. Here the reinforcement may be around changes to reduce harm,
secure stability, and move away from offending behaviour.

Recruiting or developing drug users from the local community offers the additional
benefits of privileged access and is a strong marketing tool for the service asawhole.

Recruitment I ssues

The two-year drug free rule has left many drug users believing that there islittle or no
room for them in the drugs field. Services wishing to open their door to the best
candidate, regardless of their personal drug use, will need to actively state thisin
adverts.

%" Nelles B (1999) Straight from the heart— the experience of drug user working in mainstreamdrug
services International Conference on the Reduction of Drug Related Harm (Jersey)

% Foster J (2001) Working Junkies Presentation to the International Conference on the Reduction of
Drug Related Harm



Employing drug workers from drug using backgrounds does not need to be restricted
to changing employment policies. It can be about offering drug usersa
developmental pathway into drug services. Thisis necessary if drug servicesareto
offer ameaningful chance to those who may have been outside formal education and
employment for some time. This may be engaging drug users through user
involvement projects, training them as volunteers, and sponsoring them to engagein
adult learning. Where such a comprehensive approach is offered, it is clear that drug
users can develop themselves to become successful drug workers.

Where thereisapool of drug using volunteers within a service, an internal advertising
process can be applied. In this approach, the ‘internal applicants’ will be given a
chance to apply for avacant position. They will still need to meet the person
specification and demonstrate their capability for the job. Where no appointment is
made the post can be put out for external advert. Thisis about creating a genuine
pathway for drug using volunteers into formal employment. It also avoids the danger
of volunteer schemes stagnating and loosing credibility with other local drug users.

Support Needs

The only real concerted attempt to engage drug users as workers wasin relation to
HIV Outreach Work. As has been stated previoudy this work was often poorly
designed, delivered and managed. An assumption was made that the life experience
of drug users aone would equip them to be effective drug outreach workers. Given
that many drug using outreach workers were employed away from their own local
drug using communities, they did not even have the benefit of privileged access.

Workers from drug using backgrounds need to be appropriately skilled and supported
intheir work. At the sametime, they aso need to be provided with appropriate
development support and held within appropriate operational framework. DrugScope
and the National Drug Users Development Agency are currently producing new
guiddines on employing drug workers from drug using backgrounds. Theintentionis
to create a safe and supportive environment within which drug workers from drug
using backgrounds can be employed with confidence for all parties.

Where workers from drug using backgrounds have to hide their drug use, this can
create difficulties for the staff, their colleagues, and management. Effective work
place polices are widely applied in relation to alcohol and these offer amodel that can
be developed inrelation toillicit or prescribed drugs.

Case Study — Healthy Options Team

The Healthy Options Team (HOT) is an innovative harm reduction team based in the
east end of London that is part of the NHS. It works to a community development
model and has a strong ethos of user involvement. HOT isahard to reach team
applying arange of models to improve access to the most marginalized and socially
excluded sections of the drug using community. Itslow threshold approach is
recognised as amodel of good practice



Part of this approach has been the employment of people from drug using
backgrounds.® HOT openly states its employment approach in job adverts and gives
recognition to life experience within person specifications. Staff from drug using
backgrounds are expected to reflect during the interview process on their capacity to
manage their drug usein order to be effective practitioners. The aim isto sustain an
open dialogue that provides a supportive environment to staff but equally reinforces
their responsibility to be effective in their work role.

HOT’ s approach is not just about employing people from drug using backgrounds. It
also extends to actively providing a development path for people from the local drug
using community. The service operates a community student scheme, within which
drug users are offered placements, workplace training, and are sponsored to attend
external courses.

Alongside staff from drug using backgrounds, HOT employs staff from more
traditional NHS backgrounds. This skills mix allows for an important dialogue within
the staff team, allowing those from drug using backgrounds to draw on the specialist
skills and knowledge of their colleagues. At the sametime, it allows staff from
traditiona backgrounds a chance to gain insight from the life experience of their
colleagues. This has led to innovative work among the nursing staff both in terms of
specialist models of practice” and in terms of nurse training.”*

There are no specia employment policies for staff from drug using backgrounds.
Performance, timekeeping, and sick leave are all managed within the framework of
the Trust’s competency and sick leave policies. Obvioudy staff from drug using
backgrounds need to take care not to bring the organisation into disrepute. This offers
protection against staff becoming involved in dealing, using illicit drugs on the
premises, or engaging in other criminal activity. Any problem issues can be
addressed with a greater degree of safety when staff can talk openly about issues
when drug use is not a dismissible offence.

All staff members are trained in Motivationa Interviewing and this acts as a core
therapeutic approach for the team. The model encourages all staff to motivate service
users/members to achieve their own goals within a client centred model, while
reducing the potential for either rescuing or punishing approaches. Motivational
Interviewing also provides a common language within the multi-disciplinary team.

Staff from drug using backgrounds and from the local drug using community provide
valuable role modelsto service users. They also have good privileged access and
shared insgghts with the local drug using community. This servesto create a strong
connection between the team and the drug using community. Service users have
described this as being like a‘family’. ” Thisis amarkedly different from the ‘ mutual
antagonism’ that characterises many services relationship with their clients.

%9 Bath N *** Community Student Scheme paper*** Presentation to International Conference on the
Reduction of Drug Related Harm
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" Phillips P and Hassan A (1997) Valuing users’ experiencesin substance misuse nursing education
Mental Health Practice Volume 1 No 4

2 Daker-White G (1992) Consumer eval uation of Healthy Options Team— Results of pre-feasibility
study Unpublished
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55  Section Summary

Asdrug user organising becomes more established, it isinevitable that more staff will
be employed as specidistsin thisarea. Initially, it may be necessary to recruit people
from outside the drugs field in order to access specialist skills and experience.
However, over timeit islikely that more drug specialists will be available with
relevant skills and expertise. These are likely to come from both from the

professiona drugs field and the drug users movement.



6. Running Events For Drug Users

6.1  Introduction
There are two different types of events that can be run to engage drug users.

Events targeted specifically at drug users (i.e. a user consultation event).
A more general event seeking to engage drug users alongside others interested or
involved in the drugsfield (i.e. alocal Drug Action Team Conference, a
conference on drugs policy or practice, or alocal training event on drugs issues).

This section offers advice about running this type of event in order to strengthen the
engagement with local drug users. This section draws on the experience of the
National Drug Users Development Agency who have worked with a number of
conference organisers to improve access for drug users. The National Drug Users
Development Agency has experience of running their own meetings for drug user
activists. Obvioudly, the size and range of any event will inform what advice should
be taken from these guidelines.

It is perfectly legitimate for drug services, either on anational basis or locally, to seek
to engage a body of drug users beyond those involved in forma drug user self-
organisations. However, drug user self-organisations can still be important partners
or consultants to such events. Where drug user groups are excluded from those events
then thisis more likely to create the perception that there is a hidden agenda to
undermine the authority of aloca drug user self-organisation. Engaging drug usersin
such events can help them developmentally, allowing them to broaden their
membership or activist base, and thus enhance thelir legitimacy. [t may also open the
group up to awider range of perspectives and insights from the local drug using
community.

6.2  Target Audience

In defining the target audience, services need to be clear about the nature and purpose
of your event. For example, if the intention isto consult drug users about the range
and quality of local drug treatment provision, then the target popul ation is defined as
service users within a particular catchment area.

It is equally important to be clear about why this event is of value to the target
audience. It is easy to see the value of an event to a service and therefore to expect
drug usersto attend on this basis. Often an event will have value to both
professionals and to drug users but these may be different. Thiswould need to be
taken into account in advertising or marketing the event.



Where there is a desire to engage drug users more systemically in alocal area, itis
important to demonstrate the longer term value of an event to drug users. For
example, alocal authority sought to engage drug users in a consultation process about
itsannual drugs strategy. It approached alocal drug user group for support in reaching
itstarget audience. In thefirst year, twenty drug users attended the consultation
session. By the second year this had fallen to five users, and in the third year the drug
user self-organisations refused to support the local authority in advertising its event.
Theloca authority was genuine in wishing to consult drug users about its annual
strategy. However, local drug users did not see any changes to services after their
comments. Such experiences lead people to become cynical about the process and to
view it asa‘tick box’ exercise.

6.3  Advertising

Once the target audienceis clearly defined, it is possible to begin planning how to
reach them. Thisfirst step isto be clear about the possible contact points between the
target group and professional services. This can lead to a number of professional
advertising approaches.

Postersin drug agencies

A letter sent out to the service users of a particular agency

Flyers sent out a ongside the dispensing of methadone or other substitute
prescribing options

Direct engagement between drug workers and their service users

Drug user groups have been both partners in and added their endorsement to events
run by professionals. This endorsement will usually affirm the ‘user friendly’ status
to other drug users. Factorsthat would identify an event as ‘user friendly’ might
include:

The availability of free or subsidised user places (for paying events).
Theinclusion of user activists as speakers or workshop facilitators.
Space for adrug user stall at the conference.

A closed session for drug users to meet at the end of the event.

In return drug user groups agree to actively advertise the event to their peers. This
might include:

Mail outs through the drug user self-organisation membership schemes.
Advertising through drug user magazines or newsletters,

Advertising through peer networks. Particularly through local events, this has
included distribution through friendship and illicit commercia networks.

The peer endorsement will usually be reflected in conference materials.



The endorsement of peer leaders should not be underestimated. The National Drug
Users Development Agency was asked to consult on and provide atraining event for
drug users and drugs professionals on the South Coast. Given that thiswas an area
with no existing drug user activists, only professional advertising mechanisms could
be used. Despite widely advertising the event only two drug users attended. These
drug users confirmed that the advertising had successfully penetrated drug-using
networks, but there remained a deep, if unfounded, suspicion about the nature of the
event. Many had stayed away on this basis.

6.4  Incentives/ Payments

Offering financia incentives has been shown to be successful in engaging drug users
in research programmes.” There are cost implications beyond travel expenses for
drug users attending an event. Some drug users will be employed and may haveto
give up aday’ swork to attend. Other drug users may be engaged intheillicit market
and may need to raise money to support their illicit drug use. Thisforces people to
make hard economic choices about the value of attending an event.

Even small payments can make a different in the recruitment to events. Some balk at
the idea of giving cash to illicit drug users asthis is thought to be tantamount to
buying them drugs. The aternativeisto offer people vouchers for local supermarkets
or other retail outlets. Those drug users who are committed to spending their money
on illicit drug use will exchange them for cash on the illicit market and in this
conversion the drug user will loose money. The effect is to reduce the incentive for
the drug user to come to the event.

6.5 Knowledge Levels Of Participants

When you are running an event that seeks to engage drug users, it isimportant to be
aware of their knowledge levels. Drug users bring expertise about their experience of
being adrug user within alocal area, and about their engagement with local services.
They may , however, have limited understanding of the funding, organisationd
relationships, and planning process within drug services. There are experienced drug
user activists who have very good insight into all of these issues but this should not be
generalised to dl in the drug using community.

In planning any event, it isimportant that people are provided with the necessary
background information to enable them to properly participate. For drug user only
events, there might be a background briefing session to alow drug users to understand
the context of the area on which they are to be consulted. For shared events with
professionals, it can be helpful to have an access session before the event to offer drug
users the chance to get up to speed with professional participants.
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It can also be helpful to assign mentors to individual or groups of drug users within an
event. These mentors would support their mentees through the conference or training
event. These mentors might be sympathetic professionals or more experienced drug
user activists. The key isto ensure that drug users are well enough briefed and
supported to ensure that they can offer their expertise and insights to an event.

6.6  Timekeeping

It isimportant to be careful about making generalisations about any population.
However, it isfair to acknowledge that managing timekeeping can be a significant
issue when working with dependant or street drug users. There are a number of
possible explanations for this:

Peopl e’ s health being compromised (HCV, HIV etc), which makes them dow
startersin the morning.

Peoplé€’' s slegp patterns being orientated towards late nights and late mornings.
People picking up prescriptions first thing in the morning, which is becoming
increasingly a significant issue with the increased use of supervised consumption
and restrictions on ‘take outs .

The need to secureillicit drugs, and possibly the funds for illicit drugs, before
contemplating departing for an event.

There are often incentives for people to travel outside rush hour times. People on
low incomes may prefer to travel after 9.30am. These issues need to be factored
in particularly where travel warrants are not being issued.

Drug using parents may be responsible for taking their children to nursery or
school.

In addition, other issues may intervene to make people unreliable attendees at events:

People may be living reasonably unstructured lives and therefore forget when an
event is actually due to take place, despite meaning to attend.

People may have very restricted access to money or their access to money may
fluctuate from day to day. Even when travel costs will be reimbursed, many drug
users will not be able to afford to buy their tickets in advance.

People may face life crises, drug crises, and legal emergencies (i.e. being arrested
on outstanding warrants as they pick up their Methadone).

Drug using parents may rely on friends or family to provide them with childcare
support’” and this may break down. Even when children arein school there are
times when children will be off school.



There are anumber of practical strategies that can be considered to manage
timekeeping and variable attendance:

It isimportant to plan an appropriate start time that reflects early morning
challenges and commitments. It is useful to open with an hour registration dot.
Thiswill aso alow for informal introductions and reduce the impact of late
arrivalsthe first formal session of the event.

For nationa or regional events, it can be helpful to offer overnight
accommodation the day before an event, most helpfully in or dlongside the
training venue itself.

For people who are in drug treatment, it isimportant to support the process of
securing ‘take out’ doses, in order to remove the pressure of picking up
prescriptions on the morning before an event.

Providing people with tickets in advance of the event is valuable if labour
intensive. Expecting people to fund their travel expenses up front places a major
obstacle in the way of those on low incomes.

Another approach isto co-ordinate travel arrangements. Again, it isimportant to
avoid an early start, to build in time to allow people to be woken up, and for
|atecomers to be chased up.

It can be helpful to negotiate the type of support someone might need to help them
attend an event. This might include an early morning call or text message.

It can be helpful to allow people to turn up on the day and register. Thiswill
allow people to bring friends who are interested at the last minute. Thisislikely
to be offset by dropouts among confirmed places.

Allow people to have ownership of their place and to be able to offer thisto
another drug user if they are unwell or otherwise unavailable on the day.

Give advanced notice for the event but then provide more immediate reminders
and follow-ups. Many people mean to come to events but just forget because they
are living on a day-to-day basis.

Making childcare arrangements within training events can help to secure the
attendance of the drug using parents.

6.7 TheRole Of Speakers, Chairs Or Facilitators From The Drug Users
M ovement

Engaging drug users formally in the running of events gives a public declaration
about the value and worth of the expertise held by drug users.

For any event to work successfully, it will need to be effectively managed and kept to
task. Alsoitisimportant that the more outspoken drug users do not dominate
sessions at the expense of other quieter but equally legitimate voices. Professional
chairs or facilitators may be perceived as seeking to suppress views that are
uncomfortable or difficult to hear when in fact the point has been made and the
session needs to move on. Chairs and facilitators from the drug users movement may
find this process easier as the perceived power balance in the session is likely to be
different.



Speakers from the drug users movement have four main functions:

To provide personal testimony about their experience of using drugs or drug
services.

To report back on work undertaken in drug user self-organisations (i.e. peer
support projects, consultation exercises, advocacy work etc) or on the genera
progress of drug user organising.

To provide a conceptual or policy framework to drug user organising in al its
forms.

To offer drug user perspectives on national policy and practice.

People speaking at events will often be chosen on their track record or the merits of an
abstract. National or local drug user self-organisations can help identify people with
the necessary skillswho may be lesswell known It isalso helpful to structure events
to allow people to develop these skills through workshops or presentations to small
groups within alarger event.

6.8  Sustaining Contact

Y ou can work very hard to engage a group of drug usersin a consultation or training
event, only to undermine thiswork by failing to follow up effectively once the event
isover. Many drug users believe that services are not really interested in hearing their
voices and that user consultation is atokenistic exercise. In redlity, the information
gathered from drug users may impact significantly on local policy and practice.
However, in terms of future user involvement in events, this main concern is whether
drug users believe that they have had any impact policy and practice. Where thisis
not immediately apparent to service users then it isimportant to explain the
background work that is being done and timescales for change.

There are a number of ways that you can sustain contact with attendees beyond an
event:

Each attendee can be sent athank you letter for their contribution and attendance
shortly after the event. It isbest that these are personally signed rather than
looking too much like a standard | etter.

A summary of proceedings can be produced, hopefully within afew weeks of the
event. This should include things that are going to happen and the timescale
within which change should be expected. This allows attendeesto be clear what
was agreed and to know when change should be expected.

Linking people up with their local drug user group, encouraging them to join the
National Drug Users Development Agency mailing or email list, and offering
them the chance to subscribe to drug user magazines, can al help tie participants
to the wider process of drug user organising.

Y ou may wish to set up afollow up event in which those doing the consulting
give feed back to the target audience about progress and any proposed changes.
Producing the summary document in newdetter format allows the event
(particularly a consultation event) to reach beyond the initial audience. Hopefully
thiswill inform and encourage other drug users to attend future events. Including
one or more user perspectives of the event in the newdletter will help bridge any
residual suspicion.



Thelocal or specialist press may also be willing to cover the outcome of the event.
The Big Issue for example provided good coverage to the National User
Consultation Conferences run by the NTA in 2002.”Such mediainterest puts the
process into the public domain and also encourages a wider audience of drug users
to see that the event was serious and had an impact.

6.9 Case Study — UK Assembly on Hepatitis C Conference

The UK Assembly on Hepatitis C ran a conference in 2001 for people living with
Hepatitis C. The aspiration was to reach beyond the core membership of the self-help
groups.

The event was advertised through:

The member groups of the UK Assembly,

Mainliners Newsdl etter

The mailing list of the National Drug Users Devel opment Agency
Drug user Internet lists.

In addition, the conference organisers visited websites specialising in Hepatitis C and
sent email invitations to people registered in the guest books. Also adverts for the
event were placed in these website guest books.

Once people had registered for the conference, they were sent regular reminders to
promote attendance at the event. People were sent train tickets in advance of the
conference and people were able to register on the day.

The event set out to support and encourage self-help among people living with
Hepatitis C. The amsincluded:

To develop skills and improve knowledge among the audience
To offer the chance for people to exchange information
To encourage self-organisation

Given the compromised health of many of the participants, the conference organisers
ensured access to alternative therapies throughout the day.

Time was aso made available during the day to alow participants to share ideas,
swap remedies, share ideas of self-management, and network. This part of the event
was given equal validity as the formal elements of the conference.

Workshop facilitators were given atemplate for running their workshop. The aim was
to guide presentations to be focussed and on a subject and also to ensure adequate
time for discussion.

The conference was a significant success attracting 120 participants from across
Northern Ireland, Scotland, Wales and England with a good gender balance.
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Participants were sent areport of the conference. They were also encouraged to link
into the Hepatitis C movement to ensure continued contact and engagement with
future events.

6.10 Section Summary

In thisfina section, the challenges of involving drug user in events have been
highlighted. Strategies for addressing and managing these issues have been
identified. There are increasing examples of events successfully engaging drug users.
However, these examples required careful planning, a commitment to creating a user-
friendly environment, and a desire to deliver events that were seen as valuable by the
target audience.

Drug users may have specia needs but when these are designed into an event then
drug users will often respond positively to the opportunity. As Spear and Howell
reflected after running a conference on the planning and delivery of drug services,
‘the enthusiasm and bravery of the users who attended the conference shattered our
stereotypes and made a mockery of our precaution.’

Drug user self-organisations have been identified as a resource to those designing
events for, and seeking to engage, drug users.
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7. Concluding Comments

Drug user organising offers many benefits and opportunities to the commissioners,
providers, and users of drug services. Thereisthe potential to create a more effective
dialogue between the professional drugsfield, and drug users and their organisations.

Drug user involvement has long been aspired to within drug services but, unlike other
parts of the health and socia care sector, it has not become aredlity outside afew tiny
pockets of good practice. Drug user involvement has been on the bottom of the

agenda within drug services and therefore has failed to receive the attention it
requires. The new emphasis being placed on user involvement by the National
Treatment Agency has increased the priority of thiswork. Services and Drug Action
Teams are responding constructively at atime when new monies are available.
Alongside this professiona development, drug users themselves have begun to more
formally self-organise and network. While there is still much work to be done, the
conditions are increasingly promising.

Engaging drug users is about securing and enhancing an open and reflective culture at
all levelswithin drug services. Itisvital that user involvement is adequately
resourced, but equally that it underpinned by best practice. Thereisalso aneed to
expand the research base in this complex and potentially rewarding specialist area of
the drugsfield.

Ultimately progressin this areawill be about the willingness of parties to open up
new lines of communication, build trust, and to learn to hear each others views with
due respect and attention.



Appendix A

Service Users Charter

Principles of Treatment

Treatment is a partnership between patients and their treatment team. People have a
right to be actively involved in planning their own treatment, and decisions about
which treatment or treatments best meet their need should be taken jointly.

Service users should be informed of al the potential therapies and treatments that are
available for the treatment of their condition. Recognised substitution medications
that are approved in the 1999 Clinical Guidelines should not be withheld where they
are appropriate.

Services for drug dependency should work closely with services treating people with
blood-borne viruses to ensure that individual patient care isintegrated and draws on
the resources of both clinical teams.

Services should provide both help to abstain from drug use, and aso provide help to
enable users to reduce the harm of their dependency and stabilise their substance use.

Urine specimens and other samples should only be taken in private. “ Observed
Urination” is undignified and unnecessary; it should not take place now that other
techniques are available — e.g. mouth swabs.

Service users have aright to be actively involved in designing, locating, and staffing
the services that provide them with care.

Service Users should be represented on committees monitoring service standards, and
responsible for service development. Service users should also be represented on their
provider’s Clinical Governance group and at wider levelson DAT and DRG Working
Parties.

Disciplinary discharges for missed appointments or non-compliance with medication
isan overly punitive sanction, and other ways should be found to address such issues.
Service users facing disciplinary discharge should be offered mediation that seeks to
resolve the problem. Any decision to discharge a patient should be reviewed by a
Doctor.

Service users have the right to independent, locally-based advocacy services. From
April 1%, all NHS Services must provide independent advocacy and mediation
services as laid down in the Health and Social Care Bill 2001.

M ethadone Alliance



Appendix B

Standards |n Advocacy Services

To be inserted after consultation period



National Organisations— Contact Details

National Drug Users Development Agency

PO Box 33539
London EQ 7YN

Tel: 020 8986 5475
Fax: 020 8525 0199

M ethadone Alliance

35 Cavendish Road
London N4 1RP

Tel / Fax: 020 8374 4395

The Twelve Steps Fellowship

Narcotics Anonymous (National)

202 City Road
London EC1V 2PH

UK Assembly on HepatitisC

c/o The National Hepatitis C Resource Centre

PO Box 31844

London SE114DT

Tel : 020 7735 7705

Fax: 020 7735 6645

E-Mail: advice& info@hep-ccentre.com
Website: www.hep-ccentre.com

TheBritish Liver Trust

Ransomes Europark
Ipswich IP3 9QG

Tel: 01473 276326
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National Aids Trust

New City Cloisters
196 Old Street
London EC1V 9FR

Tel: 020 7814 6767
Fax: 020 7216 0111

E- M ail info@nat.org.uk
Website: www.nat.org.uk/nat/

National Youth Agency

17 — 23 Albion Street
Leicester LE1 6GD

Tel: 01162 853700



National M agazines — Contact Details

Black Poppy

PO Box 33033
London W9 3LT

Tel: 020 8968 3452
Fax: 020 8968 3311

E-mall: blackpoppy @genie.co.uk

CC: News

PO Box 2700
Lewes
BNS 5AQ

Tel: 07788 724852

Monkey

Monkey Magazine
PO Box 108
Stretford
Manchester

M32 8FT

Tel: 0161 792 6922

UsersVoice

The John Mordaunt Trust
c/o Drugscope

32-36 Loman Street
London SE1 OEE

Tel:
E-mall: RMHTSM S@dial.pipex.com
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