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Foreword

It gives me great pleasure to introduce this report that looks at whether substance
misuse services are meeting the needs of all service users and their families across

Wales.

In undertaking this review we have been fortunate enough to have service users
share their experiences with us openly and honestly. They have without exception
shown great dignity and we have come to learn that there is no such person as a
typical substance misuser - anyone of any age or walk of life could find themselves
in this situation. We hope that all of those we spoke to will recognise their input to
this report and see that their experiences have helped us to frame our findings and

recommendations.

There are some excellent substance misuse services in place across Wales and a
tireless and passionate workforce driving improvements forward but more needs to

be done to make these services consistent and sustainable.

We hope that the information set out in this report will be of interest not only to those
responsible for providing substance misuse services, but also to individuals and their
families who are or could be in need of services in the future. As was clearly and

passionately emphasised to us 'no one sets out to become an addict.’

\PL% o /MM\

PETER HIGSON
Chief Executive
Healthcare Inspectorate Wales






Chapter 1: Introduction and background

1.1 Substance misuse refers to the harmful or hazardous use of psychoactive
substances including alcohol and illicit drugs®. It may also include the use of over
the counter preparations and household products such as lighter fuel and other
aerosols. The effects of substance misuse are far reaching and can have a

damaging effect on individuals, their families and communities.

1.2  In recognition of the impact of substance misuse on Welsh communities the
Welsh Government launched 'Working Together to Reduce Harm’ the new
Substance Misuse Strategy for Wales (2008—-2018) (Working Together) which builds
on its earlier Strategy ‘Tackling Substance Misuse in Wales: A Partnership Approach
(2000). Working Together’ sets a clear national agenda for tackling and reducing the

harm associated with substance misuse and identifies four priority action areas:

= Prevention.

= Supporting substance misusers.

= Supporting families.

= Tackling availability and protecting individuals and communities.

1.3 Intandem with the development of the new strategy the then Minister for
Social Justice and Local Government commissioned Healthcare Inspectorate Wales
(HIW) to develop and implement a programme of thematic reviews of substance
misuse treatment services across Wales. The purpose of this programme is to
assess whether the strategy is having the impact that was intended; evaluate the
adequacy and quality of services provided across Wales; identify good practice and

make recommendations for future improvement.

1.4  Inyear 1 of the programme (2009-10) we undertook a review of opiate
substitute prescribing services "The All Wales Review of Opiate Substitute
Prescribing Services' (August 2009). This review highlighted issues in relation to the

! World Health Organisation (WHO) is the directing and coordinating authority for health within the
United Nations System.



pathway of care for substance misuse service users and in particular concerns about

timely access to services.

1.5 We therefore decided in this our second year to look at the pathway of care
and treatment of substance misusers across Wales in order to answer two

fundamental questions:

'Are substance misuse services meeting the needs of all substance misusers?’
and

'‘Are families of substance misusers getting the support that they need?"

1.6  These questions align closely with two of the four priority action areas

identified in ‘Working Together,” namely:

= Action Area 2 — Support for substance misusers to improve their health
and aid and maintain recovery: thereby reducing the harm they cause

themselves, their families and their communities.

= Action Area 3 — Supporting and protecting families: reducing the risk of
harm to children and adults as a consequence of the substance misusing

behaviour of a family member.

1.7 To enable us to answer the questions set out above we took forward a
number of streams of work which included undertaking a desk top review of relevant
literature and the findings of inspections undertaken of relevant areas, such as youth
services and children and young people’s services; visits to services across Wales;
and interviews with service users, service commissioners and providers. We also
conducted a series of regional workshops with providers, statutory bodies and
commissioners to explore how agencies and services work together to support
service users and their families. Further details of the scope and approach for our
work are provided at Appendix A. A summary of the organisations who contributed

to this review is set out at Appendix B.



1.8 To ensure that we kept a focus on service users and their families we
developed a virtual family ‘Dai’s family’ to frame our discussions and workshop
sessions with commissioners and providers. ‘Dai’s family’ is not unique and you may
recognise or have come into contact with people in similar circumstances to a
number of the characters. Pen pictures of the members of ‘Dai’s family’ are shown

at Appendix C.

1.9  Throughout the report we have highlighted the stories of real service users.
We have changed their names to protect their privacy but what they told us was so
powerful and heartfelt that their experiences needed to be retold and not forgotten. If
we are really serious about tackling substance misuse and improving services we

need to listen to what they have to say and take appropriate action.






Chapter 2: Awareness and attitudes - the impact on
seeking help and receiving timely treatment and support

The impact of stigma

2.1 Sadly because of the links associated between substance misuse and crime
and the stereotypical views of who substance misusers are; stigma and substance
misuse are closely linked. To reduce the barriers to individuals coming forward to
receive treatment and to drive improvement in the treatment that individuals receive
we need to collectively tackle the attitudes of the general public and de-stigmatise

substance misuse.

2.2 We collectively have to be honest and accept that a large number of people
believe that individuals who misuse substances 'ask for what they get' and that they
have got themselves into the situation that they are in 'by choice' and with an
awareness of the consequences. Such stigma has undesirable consequences since
it results in problems with drugs or alcohol being hidden, many of those we spoke to
told us that they found it hard to admit to themselves that they had a problem and

even harder to talk about it to others.

John's Story

John is in his forties and is warm and open, a typical valleys man who loves his
rugby and going out with his mates to watch a match.

"| started to notice that | drank my pint much faster than all my mates and then |
started to have a few in between rounds. My headaches and shakes got worse and
then I just couldn't wait for the pub to open and would find myself stood outside
waiting for it to open. | thought you had to drink shorts and not pints to become an

alcoholic, then | started to realise | had a problem and so when my mates called for

me to go down the pub | made excuses, they must think that | have got the best

decorated house in the village."

2.3 Concerns about the reaction and attitudes of others are a real barrier to

individuals who suspect that they have a problem contacting their GP, local drug and



alcohol team and others who could help them and so their situation often escalates

to a point where they lose their job, family or home before they seek help.

Attitudes in health and social care

2.4  Unfortunately sometimes the beliefs and attitudes of society are also shared
by health and social care practitioners and this can impact on the response that

individuals get when they seek help.

2.5 Many of the service users we spoke to had as a first step approached their
GP wanting to try to stop or reduce their substance misuse as they did not know
where else to go to get help and support. While some service users told us of the
excellent support they had received from their GP (these experiences are discussed
in further detail in Chapter 3), the majority told us that despite clear evidence of
biological, psychological and social factors contributing to substance misuse (drugs

or alcohal), their GP had been unsympathetic and had not understood that:

‘You just can’t quit on your own.’

This attitude was particularly evident in relation to alcohol misuse, where across
Wales there is generally a high level of acceptance of a drinking culture, which is

unfortunately closely linked to our national sport of rugby.

2.6  Others told us of the great difficulties that they had experienced when trying to
register with a GP once it was known that they had a substance misuse problem.
Many of the experiences shared with us highlighted the prejudices that service users

often have to deal with.



Ben's Story

Ben is tall and tattooed from head to toe with long dreadlocks. When he starts to
relax and talk you can see his vulnerability and soft artistic nature,

"I know I look a bit scary with my tattoos and dreadlocks but it is all a facade

because in reality | am so nervous and intimidated that | wouldn't even walk into a

room where there were people on my own.

| had been a substance misuser and living on the street for some time when |
decided that | needed to get help; | suddenly realised that | would be dead by the
next winter if | didn't. 1 went to register with a GP but was turned down by nine
separate GP practices. | was about to give up when someone from the drug support
group came with me and spoke on my behalf, | was then accepted by a GP. | was

at an all time low and the experience made me feel worthless."

2.7  Also, many service users felt that health and social care professionals
sometimes put all their problems down to their substance misuse and didn’t refer

them for screening and testing for other illnesses that their symptoms may be due to.

David's Experience

David is in his mid-thirties, with a keen sense of humour. Very much like the friendly
neighbour next door, or your brother that all your friends fancied. No one would
guess he had a problem.

"It took me a long time to pluck up courage to go to my GP. Eventually | went but |
have regretted it ever since. He told me to pull myself together and that it was a

matter of will power. He said | needed to go away and just stop drinking. Now every

time | go to see him whether it is due to a cough and cold or in-growing toenail he
tells me it is because of my drinking. | don't feel as though he pays me the same

level of attention as other patients and | am afraid that he is going to miss something

and not refer me for tests because he puts the symptoms down to my substance

misuse."




2.8  We also found there to be little recognition of the fact that an older person
may have a substance misuse problem. Older people often drink in private and
alone; their symptoms of alcohol/drug abuse are often mistaken for confusion and

frailty.

2.9 Innumerable television documentaries and 'fly on the wall' programmes have
highlighted the high level of hospital admissions and A&E attendances that occur
due to substance misuse. However, rarely is the opportunity taken to assess
individuals for substance misuse issues and to refer them to treatment services.
While most A&E departments have posters and leaflets about substance misuse it
was clear that most staff considered that it was for the individual to decide whether
they needed help and that rarely would a referral be made by staff in generalist
secondary care areas, unless there was a direct relationship between substance
misuse and the illness they were being treated for. One circumstance where
individuals may be eventually referred to substance misuse services as a result of an
A&E attendance is where domestic or elderly abuse may be suspected, due to
regular A&E attendances and bruising. The referral would be made after abuse had

been ruled out and substance misuse highlighted as a possible cause of falls.

2.10 A particular area of concern in relation to awareness and attitude is the
approach taken to individuals with a co-existing mental health problem (this is
discussed further in Chapter 4). Service users told us of often feeling as though they
were:

'Piggy in the middle’

They described to us circumstances when they have been told by mental health
services that they have to go away and sort out their substance misuse issues
before they can access treatment. They told us that they had felt helpless and
confused because they considered their substance misuse issues to be due to their
mental health problems and that they couldn't address one issue in isolation.



Chapter summary

2.11 As part of this review we have spoken to many service users from different
walks of life who have ended up misusing substances due to many and varied
circumstances and reasons; including bereavement, loneliness, mental health issues
and just a gradual escalation of their drinking habits which went unnoticed until too
late. Without exception those that we met were articulate, caring and honest about
their experiences and what the consequences of their substance misuse have been
on them and their families. None of them were looking for pity or sympathy; just help

and support to get them on the road to recovery.

2.12 If we are to effectively tackle substance misuse we have to change the
attitudes of society in general. The negative view of substance misuse has led to an
under valuing of the importance of improving the quality of life of these individuals.
Some of the attitudes evident in society are also there in health and social care with
some primary care practitioners colluding with substance misusers particularly older
people to underplay their problems and difficulties. It is important that primary care
teams don't take a judgemental or zero tolerance approach which may result in them
not registering a known substance misuser due to the possibility of them being
difficult or causing trouble.

2.13 Such attitudes where present contribute to the perception and to the reality of
stigmatisation of alcohol and drug misusers and can result in individuals not being
accepted on to practice lists, and hence not being able to access care for issues not
directly related to their addiction. While we acknowledge that some clients can be
difficult and abusive the measures that practices and primary care services take
must be on an individual basis and not a blanket negative approach, so that others
for whom treatment would be positive and rewarding find it impossible to gain access

to the care they need.

2.14 Our review identified a need for frontline staff working in the community, A&E,
minor injury departments and ambulance staff to be provided with training and

assessment tools to help them better identify and deal with substance misuse



particularly in older people. We also highlighted the need for training to focus on
changing attitudes and beliefs. We are pleased to note that since our fieldwork work
has been taken forward in this area. Training has been provided to staff working in
A&E departments and there has been good engagement with paramedics. In
addition, information wallets have been distributed to all A&E departments across
Wales to assist staff to provide support and signpost individuals to the most

appropriate service.

2.15 As noted, some primary care teams are already driving improvements to
services for substance misusers and are with knowledge and enthusiasm providing
the early intervention and support that service users’ need. Their success needs to

be built upon and their enthusiasm bottled.
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Chapter 3: Information and access to services

3.1 Timely access to care and treatment is fundamentally important to all client
groups but particularly to someone with a substance misuse problem. It takes a lot
of courage to admit that you have an addiction and that you need help and so often

delays in accessing services means that the 'window of opportunity is lost.'

Information about services

3.2  Service users told us that they had not found it easy to find out what services
there were and how to access them. This was a particular problem for those with
alcohol issues. The majority of those we spoke to told us that they had found out
about the services they accessed by word of mouth. They questioned why
information wasn't more readily available and challenged whether information on
websites was really the answer for everyone when some, particularly those who are

homeless don't have access to computers.

3.3 Asdiscussed in Chapter 2 service users also highlighted the variability in the
knowledge and attitudes of primary care teams and GPs in particular. We are not
going to repeat our findings here, but it suffices to say that we must not assume that
all those in need of information, help and treatment will approach their GP in the first
instance or that if they do go to their GP they will get the support and assistance they

need.

3.4  Many service users told us that how they found 'drop in centres' run by
volunteers and recovering service users to be extremely helpful in terms of providing

information and support.

11



Eric's Experience

Eric is middle aged and down to earth, very much part of the group
and softly spoken.
"l had been putting off seeking help because | thought | would be judged.

Then a friend told me about 'Number 7." | walked past there several times but again
kept on making excuses not to go in. Then one day one of the girls saw me and
came out and started talking to me. | was so relieved she wasn't someone in a suit
or a doctor or nurse she was just like me. We had the same issues and had similar
experiences. |try to go to ‘Number 7’ as often as | can. The help and support | have

received has put me firmly on the road to recovery."

3.5 'Number 7' in Pontypridd is one such example of a 'drop in centre' that offers
peer support and signposting to other services and organisations that may be able to
help. It was opened following requests from service users for a venue that allowed
them to seek information and help others. Without exception service users talked
about the invaluable impact that drop in centres have had on their recovery but
concerns were raised in relation to the level and long term nature of funding. At the
time of our review many drop in centres were not open seven days a week and in

many cases funds only allowed them to open for the odd morning or afternoon.

3.6  Service providers and commissioners too had a mixed picture of the nature,
type and availability of services. Whilst many had an impressive and extensive
personal knowledge of what services were available based upon their own
experiences of their local area or region, there was often no clear map of who did
what and how so that the support and treatment plan for an individual could be

developed and based on the best match of local services available.

3.7  For many service providers, the workshops we held themselves provided a
valuable opportunity to learn from others about the services they provided and how
they provided them; many told us that it had been the first opportunity offered to
them to get together and discuss service provision and barriers and opportunities for

provision.

12



3.8  We are pleased to note that since our fieldwork there has been much
progress in this area. Many parts of Wales either have or are moving towards 'single
point of contact' arrangements which provide support to individuals to help them
identify the services that can best assist them. In addition the DAN 24/7 website has
been updated to make it more user friendly and information wallets have been
distributed across Wales which provide advice about the services available and

contact numbers.

Waiting times

3.9 The very nature of the problems facing service users means that their
individual needs and circumstances are different, and their behaviour may be
chaotic. The availability of treatment services therefore needs to be flexible enough
to take account of changes in motivation and the unpredictability that accompanies
substance misuse so that, as highlighted above, what might often be a small ‘window
of opportunity’ is not lost.

3.10 An audit carried out across Wales in 2006 revealed a mixed picture in terms
of waiting times across Wales, and the identification of this, along with some
extremes of performance led the Welsh Government to take concerted action. The
good practice that had been identified in some parts of Wales, as part of the audit,
was used to create national guidance for substance misuse services, and led to the
introduction in 2007 of a range of key performance indicators. These together with
the publication in 2008 of ‘Working Together to Reduce Harm’ provide a clear and

ongoing focus on the monitoring of waiting times to ensure improvement.

3.11 On-going monitoring, together with our own review of opiate substitute
prescribing services in 20092 has identified that progress is being made. There is
clear evidence that guidance is being put into practice and that where it is in place is
leading to some significant reductions in waiting times. However, many areas of

Wales are still some way off from achieving the standards set and the picture is still

2'The All Wales Review of Opiate Substitute Prescribing Services' (HIW, August 2009).
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far from satisfactory. We will be following specific issues up with the Welsh

Government.

3.12 Our workshops with service users, commissioners and service providers
consistently raised concerns about waiting times. lllustrative examples were
provided of significant variance between areas of Wales. In one instance service
providers indicated waiting times in one city were around six weeks whereas in
another the average waiting time for a comparable service was reported to be closer
to 26 weeks. Service providers indicated that for some services, waiting times of up

to 12 months or more were not uncommon.

3.13 Overall, long waiting lists and what was described as a ‘postcode lottery’ was
highlighted as a key concern for service providers and users across the majority of
the regional conferences held. This picture is not however borne out by the latest
substance misuse statistics. ‘Substance Misuse in Wales 2010-2011* includes
statistics from the Welsh National Database for Substance Misuse and indicates that
the percentage of clients:

= Assessed within 10 days of referral has increased to 66.5 %, with over
80% being assessed within four weeks.

= For which treatment started within 10 days of assessment has also
increased to 90.2 % with 90% within four weeks.

3.14 However, the statistics also illustrate a significant increase in numbers for
those appearing to wait over 12 months (from 1,015 in 2010 to 1,686 in 2011)
although the report also notes this may be a reflection of the failure of some
agencies to record the details of case closures rather than the figures being a

reflection of actual waiting times.

3 http://new.wales.gov.uk/topics/housingandcommunity/safety/substancemisuse/stats/?lang=en
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3.15 Such a disparity between the experiences described to us and the available
statistics demands further investigation and we will be taking this forward with the

Welsh Government.

3.16 As referred to above service users’ circumstances and needs differ widely,
and their behaviour can be chaotic and unpredictable. This can lead to them
experiencing difficulties attending appointments which have been set for a specific
time and date. Therefore, if services are to be effective, they must be designed and
delivered in a way that accommodates these complex behaviours and does not
expect service users to conform to a rigid system. Services must be flexible enough
to take account of changes in motivation and the unpredictability that accompanies
substance misuse. This is particularly important in relation to appointment
arrangements for assessment and treatment. Non attendance for appointments not
only affects the chances of an effective recovery for the individual concerned, but it

also impacts on the waiting times for others as resources are being wasted.

3.17 An audit* looking into the high rates of non attendance in Wales identified a
range of factors contributing to this. These included inflexible opening times; long
travel distances; childcare problems; personal crises; and a lack of family/social
support. Problems were also identified around staff attitudes and poor inter-agency
working. Overall, it was noted that services acknowledge the chaotic behaviour and
lifestyles of those with substance misuse issues and many have introduced more
flexible arrangements that offer services in a range of venues as well as texting
reminders to clients. It is important that services continue to work flexibly and are

not constrained by having to comply with generic appointment procedures.

3.18 These findings were mirrored in our conversations with service users who
talked about how they found services that they could just drop into or call when they
needed help and support to be more helpful. They raised particular concerns about
some NHS services where non attendance at two appointments had led to them

being taking off treatment lists and having to go back to the end of the waiting times

* “‘Waiting times and prescribing: the service user experience’ a presentation to the All Wales
Substance Misuse Service User Conference ‘Breaking the chains of addition,” 10 June 2010.
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gueue again. In Chapter 4 we provide some illustrative examples of practice worth
sharing where services in rural areas have been developed to ‘take the services to
the service user’ particularly when they have not been in contact with services for

some time.

Chapter summary

3.19 Getting timely access to care and treatment is fundamentally important to
someone with a substance misuse problem and to ensure that ‘windows of
opportunity' are not lost. Information about services is out there but we have to
guestion whether it is being shared in the right way, in the right places and in a

manner that is joined up.

3.20 We asked service users a very simple question: 'How did you find out about
services?’ Most told us that it was through word of mouth and that often this had
happened by chance and sometime after they had first realised that they needed

help.

3.21 We need to start thinking 'outside of the box' and not treat substance misuse
services like another healthcare service. We need to ensure that information is
available in the right places. One service user questioned ‘why off licences are not
required to have posters of the contact details of local service providers detailed?’
Others were not aware of the 'one stop' telephone number for Wales provided by
DAN 247° that can signpost to and provide advice about services. Instead, they
referred to the 'Ask Frank' call line and wondered whether this could be further

developed.

3.22 Too often we apply the medical model to services that equally require a social
response. Like those suffering from a mental health issue, substance misusers need
long term support and care if abstinence is to be maintained and long term recovery

assured. This is not a service that can have orderly appointments and a culture of

®> DAN 247 is a free and bilingual telephone drugs helpline providing a single point of contact for
anyone in Wales wanting further information or help relating to drugs or alcohol.
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‘'one strike and you are out.” It needs to be flexible, responsive and assertive in its
approach; taking services to those who need them rather than waiting to be called
upon. Itis only by changing our approach that we will avoid non attendance and the
waiting times dilemma; we cannot forget that those misusing substances have to
have sustained access to services before they can change their behaviour and

approach.

3.23 Service users have highlighted the importance of 'drop in centres' that provide
peer support and empower service users to take a hold of their addiction. They can
provide a non-judgemental environment in which those struggling with decisions in
relation to their next step to recovery can feel safe to share their thoughts and
experiences. We need to listen to what they have said and ensure that such centres
are mainstreamed into service provision and hence made more sustainable through

long term funding.

17
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Chapter 4: Level and adequacy of service provision

The views of service providers and commissioners

4.1  As part of this review we met with service providers and commissioners.
Between January and March 2011 we held seven regional workshops to draw up a
contextualised, summative account of the nature of current practice and service

provision across Wales in order to identify good practice and any gaps in provision.

4.2  To maintain a strong and consistent focus to workshop discussions we used

‘Dai’s family," a virtual family, to:

= Explore care pathways.
= Identify barriers to treatment.

= Identify gaps in provision.

4.3  There are eight members of ‘Dai’'s family,” each with their own issues and
concerns. A description of each member is provided at Appendix C; this should be

used for reference when reading this chapter.

4.4  Discussions with service providers and commissioners in relation to the
availability and quality of services were organised around the individual family
members and their needs, although the findings around services available to
individual family members often equally applied to the other members of ‘Dai’s
family.” Some of the key findings from our discussions are set out below. Many of
the issues raised in these discussions have already been referred to in more detail in
other chapters of this report. Where this is the case, although we may make

reference to the issues below, we have sought to avoid a detailed repetition here.
Identifying substance misuse problems

4.5  Many service providers felt that the chances of an individuals substance

misuse issues being identified and tackled early enough to maximise their chances

19



of a successful recovery was fundamentally influenced by the individuals age,
gender and family circumstances, and the stigma and stereotyping that may be

associated with substance misuse.

4.6  Our discussions centring around Mair for example concluded that generally,
as an older lady she would need to be strongly motivated and engaged with
accessing help herself. This is because commissioners and service providers
considered that the services she would be likely to present to, particularly through
Accident and Emergency, were not seen as being geared up to identifying Mair’s
holistic needs. In particular, providers questioned whether staff working in such

services would have the time or expertise to tease out her issues.

4.7 Discussions noted that in Mair’s circumstances, a ‘Protection of Vulnerable
Adults’ (POVA)® referral may be made, but providers were not confident that this

would be consistently applied or actioned.

4.8 However, once identified, commissioners and providers noted that a number
of third sector organisations were available to provide key advice and support to
someone in Mair’s position. Providers referred to one such organisation working

across Wales:

Women’s Aid: The Wales Domestic Abuse Helpline provides free, confidential,

24-hour information and signposting services to anyone experiencing domestic

abuse, along with available services. Access to refuge for women who are escaping

domestic abuse can be coordinated through the helpline.

Information gathering and sharing across agencies

4.9 Across Wales, commissioners and providers referred to an increasingly joined

up approach to information gathering and sharing across agencies. The

® Guidance for healthcare staff on how to report a concern that a vulnerable adult may have been
subject to neglect or abuse is set out at:
http://www.nhswalesgovernance.com/display/Home.aspx?a=455&s=2&m=156&d=0&p=158
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development and use of common referral and assessment tools; the agreement of
information sharing protocols between agencies and the introduction of regular, often
weekly single point of entry meetings and multi-agency risk assessments were seen
as key in helping to create a better, more rounded picture of an individual's needs
and, where appropriate, the needs of the whole family unit.

4.10 However, participants considered that more work was needed to build on the
progress made so far. For example, although common referral forms often have
been introduced, they are not yet used consistently and the quality and volume of

information received by service providers varies considerably.

4.11 A more consistent and sustainable approach is needed within and between
regions in order to avoid arrangements that were still described as being ‘a little hit

and miss.’

A family based approach

4.12 In 2010, the We