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Executive Summary

Addaction was commissioned by the National Institute of Health and Care Excellence
(NICE) to examine the relevance, use, acceptability and ease of implementation of
the revised NICE guidance for Needle and Syringe Programmes (NSPs) (PH18), in
particular the ten areas of recommendations within the draft guidance.

NICE circulated the draft guidance to stakeholders across England as part of their
usual stakeholder consultation process. To complement this, Addaction conducted
focused research fieldwork to consult the views and experience of commissioners,
professionals and managers with public health and blood-borne infection prevention
as part of their remit working within the NHS, local authorities and the wider public,
private, voluntary and community sectors. Recruitment was aimed at professionals
responsible for commissioning and delivering services that supply injecting
equipment, paraphernalia, and advice/treatment associated with harm reduction.

Methodology

Addaction applied in-depth qualitative data collection across targeted areas of
England using a sampling matrix to obtain a representative sample of the population.
The matrix included key informant groups within the cohort described above, as well
as a covering variety of geographical and socio-economic factors that could influence
implementation and delivery of NSP provision, particularly those in direct relation to
Performance and Imaging Enhancing Drug (PIED) users and younger Injecting Drug
Users (IDUs).

The qualitative research component was conducted by Tiny Spark Projects (TSP),
commissioned by Addaction as research partners to deliver this fieldwork for NICE.
The researchers used a mixed method approach to gather information from recruited
participants depending on the individual and setting/environment of the service. This
data collection consisted of six focus groups of between six and seven individuals, as
well as eleven individual semi-structured one-to-one interviews conducted over the
telephone. This mixed method approach ensured that the fieldwork benefitted from
both focus group and interview techniques, with a range of views collected in both
group and one-to-one settings.

Fieldwork and data analysis

Fieldwork was undertaken using focus groups and one-to-one interviews with
professionals involved in the delivery or commissioning of Needle and Syringe
programmes (NSP), or those with a remit of harm reduction work. Semi-structured
interview schedules were devised based on the aims of the fieldwork.

Discussions in relation to the recommendations covered areas such as current
practice, local issues, strengths and weaknesses of the recommendations, ease of
implementation and areas of ambiguity.

All data were analysed using a thematic analysis approach. A coding matrix was
developed in order to help to analyse the data firstly, by the geographical location of
the focus groups and interviews, and secondly, by the recommendation. Analysis
found common themes with regards to each recommendation, as well as some



cross-cutting themes between the recommendations. A summary of the key issues
for each recommendation is reported below.
Findings and summary of key issues for the recommendations

Summary of key issues for Recommendation 1

A summary of issues relating to the implementation of community consultation and
involvement, as highlighted by participants, is provided below:

As services were currently operating with limited resources this may impact
on the implementation of the recommendation in its entirety;

The challenge of engaging with ‘harder to reach’ injecting populations, and
families and carers was highlighted,;

How is ‘local community’ being defined within the recommendation?;

The challenge of consulting with communities and the issue of ‘NIMBYism’;
Strengthening the example within the recommendation to include public
health messages, with a larger emphasis on promoting benefits such as
reducing BBVSs;

Consulting with some other key partners and stakeholders is regarded as key;
Gaining strategic ‘buy-in’ from stakeholders is essential, as is addressing the
knowledge gaps of some of the wider strategic bodies with a remit of public
health and health and well-being.

Summary of key issues for Recommendation 2

A summary of issues relating to the implementation of collating and analysing data,
as highlighted by participants, is provided below:

Data issues remain a concern specifically the inconsistency and validity of
data collected:;

Pharmacies may find the implementation of this recommendation challenging;
A national approach to data collection and reporting would be beneficial in
order to reduce inconsistency and establish benchmarks;

Receiving meaningful, local data from bodies such as PHE was inconsistent
across areas.

Summary of key issues for Recommendation 3

A summary of issues relating to the implementation of meeting local need, as
highlighted by participants, is provided below:

The recommendation focused too much on the ‘geography’ of the area as
opposed to ‘demographics of the service user group’;

More comprehensive, local data is required to inform the local assessments
of need;

Local Joint Strategic Needs Assessments would not incorporate NSPs;

There were concerns relating to the promotion of coloured syringe
identification schemes as anecdotally participants suggested this scheme did
not necessarily prevent accidental sharing.

Summary of key issues for Recommendation 4

A summary of issues relating to the implementation of monitoring services, as
highlighted by participants, is provided below:

A number of issues relating to data were discussed including the impact of
these on the effective monitoring of services, including inconsistencies in data
collection, levels of data collected by pharmacies and the need for a
standardised approach.



Summary of key issues for Recommendation 5

A summary of issues relating to the implementation of developing a policy for young
people aged under 16, as highlighted by participants, is provided below:

There were concerns that the involvement of Safeguarding Boards may
impact on current practice;

The focus of the recommendation on under 16’s is counter to other guidance
and structures relating to young people;

The competency levels of staff in adult services and pharmacies when
working with and assessing young people may need to be developed;

There were concerns around the appropriateness of pharmacy provision of
this age group;

Many participants felt that the involvement of parents or carers would be a
challenge and may deter engagement with young people.

Summary of key issues for Recommendation 6

A summary of issues relating to the implementation of providing a mix of services, as
highlighted by participants, is provided below:

A number of challenges were perceived for this recommendation. For
example, financial constraints, spreading services ‘too thin’ and the need to
educate influential bodies such as Health and Wellbeing Boards;

The use of the example of vending machines in the recommendation
prompted concerns as they were linked to the lack of interaction between a
service user and harm reduction worker. Examples of how these could work
in practice was suggested.

Summary of key issues for Recommendation 7

A summary of issues relating to the implementation of providing equipment and
advice, as highlighted by participants, is provided below:

There were a number of circumstances where limits on equipment may be
appropriate.

Summary of key issues for Recommendation 8

A summary of issues relating to the implementation of community pharmacy-based
needle and syringe programmes, as highlighted by participants, is provided below:

The expertise and knowledge of some pharmacists were considered to be
limited, and training was not always well attended/provided;

There was a lack of awareness by some providers/commissioners in relation
to the extent and depth of contact pharmacy staff have with some service
user groups;

Engagement of pharmacy staff in local meetings and events is reportedly
weak;

It was felt there should be greater emphasis on better joined up working and
robust pathways between pharmacies and specialist NSP/drug treatment
services;

There should be greater clarity regarding responsibilities for ensuring that
Hepatitis B vaccinations are made available to pharmacy staff.



Summary of key issues for Recommendation 9
A summary of issues relating to the implementation of specialist needle and syringe
programmes: level 3 services, as highlighted by participants, is provided below:
e A number of currently provided level 3 interventions were not included in the
recommendation;
e It was felt there should be greater joined up working and robust pathways
between the provision of NSP and drug treatment/recovery services;
o Hepatitis B vaccinations for all staff could be made available.

Summary of key issues for Recommendation 10
A summary of issues relating to the implementation of providing needle and syringe
programmes for people who inject performance and image-enhancing drugs, as
highlighted by participants, is provided below:
e This provision is often delivered within existing services/resources;
e Working and engaging with this group required a significant level of
knowledge and expertise.

A number of cross-cutting themes emerged, which can be summarised as follows:
e Links with recovery;
e |ssues relating to Blood Bourne Viruses;
e Division in the opinions on pharmacy provision;
e Emerging cohorts of service users.
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1. Introduction

National Institute for Health and Care Excellence (NICE) is in the process of revising
their published public health guidance on ‘Needle and syringe programmes:
providing injecting equipment to people who inject drugs’ (PH18). The guidance is
also being updated to include advice on two specialist areas; providing NSP to users
of performance and image enhancing drugs (PIED), providing Needle and Syringe
Programmes (NSP) to under 16’s.

The updated guidance will cover NSPs which supply needles, syringes and the other
injecting equipment used to prepare and take illicit drugs (for example, filters, mixing
containers, sterile water). These may be provided by specialist drug treatment
services, pharmacies, mobile/outreach facilities, accident and emergency
departments, police custody suites, hostels, GP surgeries, voluntary agencies and
gyms. The guidance will also focus on harm reduction interventions provided by
NSPs. These may include the provision of information and advice (including face-to-
face advice) on safer injecting practices (including the prevention of injection-site
infections, blood-borne viral infections and overdoses) and safe disposal of used
equipment.

2. Research aims and objectives

The overall aim of this NICE fieldwork was to examine the relevance, use,
acceptability and ease of implementation of the NICE guidance for Needle and
Syringe Programmes (NSPs) (intended to replace the existing guidance, PH18, in
early 2014), in particular the ten areas of recommendations within the draft guidance.

NICE circulated the draft guidance to stakeholders across England as part of their
usual stakeholder consultation process. To complement this, Addaction was
commissioned to conduct focused research fieldwork to consult the views and
experience of commissioners, professionals and managers with public health and
blood-borne infection prevention as part of their remit working within the NHS, local
authorities and the wider public, private, voluntary and community sectors.
Recruitment was aimed at professionals responsible for commissioning and
delivering services that supply injecting equipment, paraphernalia, and
advice/treatment associated with harm reduction.

The specific aims of the fieldwork outlined by NICE were to address the following
guestions and areas of exploration in relation to the draft guidance.

i) What are the views of NHS and local authority commissioners, managers, health
and social care practitioners, and specialist NSP staff on the relevance and
usefulness of the NICE recommendations to their current and future practice?

i) What factors could either help or hinder the effective implementation and delivery
of the NICE recommendations, as part of current or future practice?

iii) What are the potential consequences of the NICE recommendations for improving
health and tackling health inequalities?

iv) What is the potential impact of the NICE recommendations on current policy,
service provision or practice?



v) Which of the NICE recommendations are both feasible and likely to make a
difference to practice?

vi) What should be the relative priority of each of the NICE recommendations?



3. Methodology
3.1 Sampling

Addaction applied a purposive sampling technique, in the form of a non-probability
sample of in-depth qualitative data across targeted areas of England. Addaction
utilised a sampling matrix in order to obtain a sample representative of the population
— those organisations and individuals implementing, and affected by, the
recommendations within the revised PH18 guidance. In the preparation of the final
sampling matrix (which can be found in appendix A), any inadequacies were
addressed and corrected in consultation with the NICE project team to ensure that
the strategy was inherently non-discriminative to avoid targeting or omitting specific
subpopulations, which could have created bias within the outcomes of the fieldwork.

The matrix included key informant groups within the cohort described above. In
addition, a variety of geographical, socio-economic factors that could influence
implementation and delivery of NSP provision were also included, particularly those
in direct relation to Performance and Imaging Enhancing Drug (PIED) users and
younger Injecting Drug Users (IDUs). Furthermore, responding to a request from the
NICE project management team, Addaction attempted to consult with individuals and
organisations from mental health services (particularly those handling dual
diagnosis), homelessness services, and safeguarding boards. All participants in the
fieldwork were identified as experts in their professional area and/or experienced
senior positions, representing a diverse mixture of roles/experiences within the health
and social care sector.

In order to focus the recruitment drive, Addaction’s geographical area of ‘North and
West' region was targeted for the fieldwork exercise. This is a large geographical
area covering a number of counties from the West Midlands up through to the North
West of England. This area was selected as the region consists of a range of
services which include young people’s (YP) service provision, as well as a number of
well-established harm reduction services and NSPs. It is also under the direction and
management of Addaction’s leading senior management harm reduction specialist.
This region was selected on the basis of services operating in a variety of urban and
rural locations as well as being culturally diverse, both internally and externally of
Addaction, ensuring the sample would reflect the balance of service provision across
the UK. In addition to this extensive region, the London Borough of Brent was also
added to the sampling strategy to increase the representativeness of the sample,
particularly to reflect unique, inner-city populations such as London.

3.2 Recruitment

The recruitment strategy used all of the identified Addaction services’ external
networks and partnerships with key informant stakeholders involved in the delivery
and commissioning of NSPs.

To initiate the recruitment drive, regional stakeholder and expert virtual groups were
convened, drawing on Addaction’s established partnership and excellent links in the
region and substance misuse field. An initial, extensive list of individuals and
agencies to be contacted was then generated for each area in collaboration with
these groups. Subsequent snowball sampling was then employed (i.e. asking each
interviewee to highlight other key informants/groups), ensuring further and extensive
coverage within the sample population.



Following a successful recruitment drive, 7 focus groups and 11 interviews were
arranged in 6 different areas of England, in a range of settings and populations
(further discussion on the data collection methods can be found in Section 3.3
below). Data collection was conducted between 25" September 2013 and 11"
October 2013 and the geographical areas are listed below (with the focus group
location in brackets):

Lancashire (Preston),

London (Brent),

West Midlands (Walsall),

Liverpool (Liverpool),

Halton, Cheshire and Liverpool (Liverpool YP),
Barnsley and West Yorkshire (Barnsley),
Coventry and Warwickshire (Coventry).

~NOoO o~ WNERE

To ensure the target sample size (n=57), all of the focus groups and interviews were
purposely over-recruited to mitigate attrition in the data collection phase.

Breakdown of participant profession types

There was an extensive range of professional types and organisations represented
amongst the participants recruited, with a good representation from the key areas
identified within the sampling frame. Please see the diagram and table below for a
breakdown and frequency of types of participants contributing to the fieldwork.

m Needle and Syringe Programmes (NSP)
® YP substance misuse services

= Commissioners

= Pharmacies

m Adult substance misuse services

® Public Health, Governance and Policy
= Criminal Justice

= NSP Equipment Suppliers

Frequency of participant types
MNeedle and Syringe Programmes (NSP)
¥P substance misuse senices
Commissioners

Pharmacies

Adult substance misuse services
Public Health. Governance and Policy

Criminal Justice

MNSP Equipment Suppliers

87 Total




As mentioned, NICE requested that homelessness, mental health and safeguarding
were included in the sample and significant effort was made in attempting to recruit
from these profession areas. Unfortunately, due to a number of cancellations and no-
shows from all the homelessness and mental services recruited, these services were
not represented in the data collection. Nevertheless, although not directly employed
by homelessness and mental health services, many of the research participants
consulted were experienced in these specialist disciplines and provided insight into
these areas throughout the fieldwork exercise. Furthermore, professionals with
responsibilities for safeguarding and public health governance and policy were
successfully represented (9% of the participants -please see above).

Furthermore, there was representation from a number of Addaction services (42% of
participants), and although this could present some bias within the fieldwork, it was
felt that because of the geographical spread, contextualisation and localism in
participant experience and practice, as well as the range of staff and service delivery
represented, this did not pose a problem for the research in the data analysis stage.
In addition, there was a significant range of other NSP and substance misuse service
providers represented throughout the data collection.

3.3 Data collection method and approach

The qualitative research component was conducted by Tiny Spark Projects (TSP),
commissioned by Addaction as research partners to deliver this fieldwork for NICE.
TSP is an innovative research and ‘Recovery’ consultancy, with significant
experience of delivering qualitative research projects of this nature, specialising in
understanding the needs of service users, practitioners and professionals within the
health and social care sector.

The researchers used a mixed method approach to gather information from recruited
participants depending on the individual and setting/environment of the service. This
data collection consisted of focus groups of between 6 and 7 individuals from a range
of organisations and professional backgrounds, as well as 11 individual semi-
structured one-to-one interviews conducted over the telephone. This mixed method
approach ensured that the fieldwork benefitted from both focus group and interview
techniques, with a range of views collected in both group and one-to-one settings.
Having both data collection methods available also ensured that those participants
expressing difficultly in attending an extended focus group could be offered an
telephone interview.

In order to maximise the opportunity with participants from both the focus groups and
interview sessions, copies of the draft guidance and recommendation summary were
sent to the research participants prior to the data collection stage. This action
assisted participants in the preparation of their assessment of the content, practice
and impact of the recommendations, as set out in the ‘Methods for the development
of NICE public health guidance — 3rd edition’ and ensured they were familiar with
the documentation, in order to fully test the draft recommendations in line with the
objectives of fieldwork.

! Specifically, please see Appendix M, page 5 within the NICE document referenced

6



4, Fieldwork summary and data analysis
4.1 Fieldwork sessions

Focus groups and one-to-one interviews were conducted to elicit participant’s views
on the relevance, use, acceptability, areas of ambiguity and ease of implementing
the recommendations in local practice. This process also assisted in identifying the
priority order of the recommendations.

Each focus group ran for approximately four hours and telephone interviews lasted
between 45 to 60 minutes. As stated, all participants received a copy of the draft
guidance prior to the focus group/interview. Furthermore, copies of the draft
recommendations were displayed as a visual aid during the focus groups, and
interviewees were asked to have a copy of the recommendations to refer to during
the interview.

All participants received an update on the aims of fieldwork, including confidentiality,
and a formal consent process was undertaken, prior to each focus group/interview.
Participants were informed about how data would be used in the report, and were
assured that they would not be identified by name or area, and that their professional
role would only be attributed to them.

Two members of the Tiny Spark Projects’ team were present at the focus groups,
one to facilitate and one to scribe notes of the discussions. Within the focus groups,
participants were given time to read the recommendation, which was then followed
up with a series of semi-structured questions (see Appendix B) in order to start
discussion and elicit opinions. It was the role of the facilitator to ensure all group
members received an opportunity to express their opinion/experience as groups
consisted of a mix of professionals in a range of roles (see breakdown of participant
profession type above). Telephone interviews were conducted by one member of the
research team.

In addition a NICE representative (technical team) attended two focus group
sessions in Liverpool, as an observer.

Throughout discussions, participants expressed the extent to which they supported
the recommendations, and the potential barriers that may exist in the implementation
of the recommendations. Participants referred to local issues and practice which
provided the context for their response to the recommendations. Summaries of this
background information have been used within the findings section to qualify
statements.

4.2 Data analysis

Consideration was given to the use of recording equipment in the focus group
sessions, however as the research team had the specific role of a scribe, it was
decided that this was unnecessary. All sessions and interviews were written up
electronically and data were analysed thematically. A coding matrix was developed
for data analysis, and as the key aims of the project had already been identified (to
assess the content, practice and impact), these were used as the basis of the matrix,
forming the thematic codes and sub thematic codes.



Sub themes were highlighted within the thematic codes so that findings could be
appropriately categorised. Data were analysed in a number of ways using the same
matrix:

o Firstly, by geography, in accordance with the locations of the seven focus
groups, in order to explore whether specific local issues were pertinent to that
area, and;

¢ Secondly, by recommendation, where all localities were grouped together and
themes specific to that recommendation were explored.

Both types of analysis considered the data, in turn, and were coded separately. In
addition, the context in which the recommendations were being discussed was key to
ensuring the data were appropriately categorised. For example, with a general theme
of ‘pharmacy provision’ where participants were discussing current practices this was
included under the ‘relevance’ code of the recommendation, and where participants
discussed potential strengths or limitations of pharmacy provision, this data fell within
the ‘feasibility/implementation’ code.

Members of the research team repeated this exercise to ensure discrepancies in the
coding were minimised. Where discrepancies occurred, the transcripts were revisited
and discussed in order to apply the most applicable code. It is acknowledged that
coding exercises of this nature can be limited by the subjective interpretation of the
data by researchers.

It is important to note that there were no significant themes by geography, and that
all themes reported on were specific to the recommendation. The findings section
takes each recommendation in turn and presents the data relating to that
recommendation. In addition, there were a number of cross-cutting themes between
the recommendations, which are explored at the end of the findings section.

Examples of the thematic codes were:

¢ Relevance of the recommendation - current practice, missing elements of
the recommendation, appropriateness to a range of target populations and
services.

o Feasibility/ ease of implementation — barriers and support for the
recommendation, additional policy and guidance, local issues, capacity and
resources, training requirements.

e Usefulness/ areas of ambiguity — content of the recommendation,
interpretation, wording issues, inaccuracies, health inequalities.

Where available, quotes from participants have been incorporated within some parts
of the findings section to strengthen/evidence specific points raised by participants.



Findings — Recommendation 1

5. Findings

Recommendation 1 Community consultation and involvement

Who should take action?
e Health and wellbeing boards.

e Commissioners of:
— drug services
— infectious disease services
— pharmacy services
— primary care services.

e Public health practitioners whose remit includes needle and syringe programmes
(NSPs) and infectious disease prevention.

What action should they take?
e To help assess the need for, and to plan, a needle and syringe programme, consult:
— different groups of people who inject drugs (including both those who
use a needle and syringe programme and those who don’t)
— families and carers of people who inject
— front-line workers in needle and syringe programmes and related
services.

e Consult local communities about how best to implement new or reconfigured needle
and syringe programmes. Promote the benefits of the service. For example, explain
how it will help reduce drug-related litter by providing safe disposal facilities such as
drop boxes and sharps bins.

For further recommendations on community engagement, see Community engagement
to improve health (NICE public health guidance 9).

Findings
Participants’ feedback on NICE Recommendation 1:
Current practice

There was a consensus relating to the importance of consultation, and participants
reported that consulting with the groups listed in the recommendation was generally
current practice. Participants reported, however, that there were challenges when
consulting with some of the groups listed, these are discussed below. A number of
participants also reflected that sometimes specific consultations were not conducted
for Needle and Syringe Programmes (NSPs) — but rather, they were conducted
across a system of services including NSPs. More precisely, regular ‘reviews’ of NSP
provision/services were currently undertaken with service users and staff members.

This recommendation seems sensible and involving those groups does happen
across the whole treatment system, not just for harm reduction or Needle and
Syringe Programmes. It hasn’t happened for the needle and syringe provision yet but
we are looking to re-commission services so we would look to do some community
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Findings — Recommendation 1

consultation, whether it would be specifically on the needle and syringe service, I'm
not sure’— Commissioner.

‘We’'re always asking service users what they think of the service and what we could
do better, we review it on a regular basis’ - Provider

It was recognised by a number of participants that current consultation processes
could be improved in some areas, however there were a number of key points raised
relating to the recommendation and the implications for implementation, areas to be
strengthened and areas of ambiguity.

Implications for implementation

Limited resources

Participants supported the view that different levels of consultation were needed for
different groups. The need for ‘proportionality’ was discussed in relation to limited
resources — specifically reduced finances and capacity — to undertake wide-ranging
consultation. Participants suggested that the recommendation does not make clear
how consultations should be commissioned for different groups.

This recommendation is straight forward. Some of the points within it will lead to
interesting conversations like how to engage with service users not engaging in NSP.
The recommendation is right, but it will be difficult to implement some parts of
however that shouldn’t stop us. Its about how consultations are commissioned — for
example we could commission a service user group to consult with different groups
of injectors — NSP Manager

It would be difficult to implement due to engagement issues with service users,
families and the local community, and commissioning issues — who commissions all
of this? — Public Health Practitioner

The cost of conducting a full community consultation would be costly. This city is very
large with many diverse communities so it would be really expensive for an already
cut back budget. In principle it is sound, but in reality you might not be able to
implement it in its entirety - Commissioner

Consultations with key groups

Service users and staff members

Service users considered to be ‘hard to reach’ and/or 