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Citizens’ Jury Report
A citizen-led inquiry into mental health services in North Staffordshire and Stoke-on-Trent to
put mental health ‘under the spotlight’.
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1. Executive Summary

The Citizens’ Jury for Mental Health was launched by North Staffordshire and Stoke-on-Trent
CCGs, and has been completed with the objective to support implementation of the Mental
Health Five Year Forward View. The CCG’s Boards agreed to commission this project
following success of the previous Jury in 2016, which saw members of the public taking a
major role in shaping the future of local diabetes services (minutes of the initial Board
meeting can be found in Appendix B).

A Citizens' Jury is an innovative means of involving lay people in the process of decision-
making. It puts patients, carers, and interested members of the public at the heart of
healthcare commissioning and provides the opportunity for patients to shape future services.
The purpose of the current Jury was to investigate mental health service provision in North
Staffordshire and Stoke-on-Trent and develop recommendations to inform the commissioning
of these services. This Jury has been commissioned by the Patient Congresses, supported
by the Clinical Lead for Mental Health, and endorsed by the North Staffordshire & Stoke-on-
Trent CCG Boards. It has been independently led, following an open recruitment process,
and has been supported by Staffordshire Fire & Rescue Service.

The Jury includes carers, experts by experience, and individuals with a general interest in
mental health. The process of deliberation and multidisciplinary discussion has allowed for all
members of the Jury to contribute their perspectives in a collaborative way, resulting in
recommendations intended to shape the future of mental health services with a more person-
centred, integrated, and holistic approach. A full and comprehensive explanation of these
recommendations can be found in Section 5.

This Jury decided to focus their research on access to mental health services, and ask the
guestion:

“How can aappopsase adut mental health services be
improved?’
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2. Background

The number of people affected by mental health problems is increasing. Within the UK, it is
estimated that 1 in 4 people will experience a diagnosable mental health problem throughout
their lifetime. As mental health problems are extremely common, the implications are diverse
and wide-spread across the country. According to the Mental Health Foundation, mental
illness is the leading cause of sickness in the UK, with 70 million workdays lost every year.
The financial costs are estimated at £41.8 billion per annum.

At the end of October 2017, there were almost 1 million people accessing adult mental health
services through the NHS. There are a variety of options available for people to access the
help and support needed for mental health problems, yet many are not aware of these
services or do not know how to access them, and most require a referral from a GP.
Furthermore, there are difficulties with waiting times; specifically, experiences with gaps
between assessment and the commencement of treatment.

The Five Year Forward View for NHS England has identified key areas for development and
‘is committed to developing and implementing mental health care pathways — including
maximum waiting times for treatment — by 2020/21’. This plan also emphasises the ambition
of parity of esteem between mental and physical health, and a focus on tackling inequalities.
Consequently, North Staffordshire and Stoke-on-Trent CCGs would like to commission better
services for local people with mental health problems. The Citizens’ Jury has therefore been
commissioned to make appropriate recommendations from an investigation into mental

health services, in the context of service user and provider perspectives.

3. Terms of Reference
The Jury’s main aim was to investigate current mental health service provision, call for
evidence to inform decision making, and develop recommendations to inform the
commissioning of mental health services. This was to be achieved by:

o Deciding how to run the events, who to call, and which lines of inquiry to follow.

o Gathering and listening to evidence relating to patient or service user experiences.

o Establishing lessons learned on best practice and areas for improvement or further

development.

o0 Gathering and listening to evidence from health care professionals.
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o Collating findings and producing recommendations focusing on the “what”, not the

“how”.

4. Methodology and Timeline

This was initially proposed to be a time-limited inquiry; Jury members had scheduled six
meetings over a 9-month period. It was established during earlier stages, however, that they
would monitor the progress throughout, and schedule meetings as required to ensure the
jurors had the necessary time and attention to complete the inquiry satisfactorily (full
reflections on the process are outlined in Section 8).

Preliminary meetings and discussions regarding protocols to initiate the Citizens’ Jury
process began in October 2016; recruitment processes and meetings with potential jurors
then took place December ‘16 to January ‘17, followed by the selection procedure of
successful candidates.

Once recruited and all jurors were established, the Jury was provided with local data and
reports in relation to mental health services in February ’17; following thematic analysis of the
documentation provided, members identified the theme of access as a point of interest.
Through deliberation over the subsequent weeks, the Jury’s focus was narrowed to
‘appropriate access to adult services’. The choice not to focus on child and adolescent
services was a unanimous, yet widely debated, one; due to a recent Care Quality
Commission (CQC) report resulting in intense scrutiny of Child and Adolescent Mental Health
Service (CAMHS) service provision, the Jury felt it was more appropriate to focus attention to
adult services. However, transition from CAMHS to adult services did yield concern from the
Jury, as well as from users and practitioners when spoken to later. As a result, the Jury
decided that there was sufficient evidence to permit a study into the transition process,
however not enough to substantiate the need for further investigation at this point. The Jury
decided that ‘Transition from CAMHS to Adult Services’ required further scoping and was
deserving of a separate Citizens’ Jury inquiry of its own (see Recommendation 4).

During March ‘17, jurors formulated the question to be researched ‘How can access to
appropriate adult mental health services be improved?’ and began to identify the appropriate
research methods to gather evidence. A variety of methods, such as paper and on-line
surveys (Appendix C), drop-in sessions, and face-to-face interviews were used to promote

inclusivity, as it was recognised that individuals with mental health difficulties find it
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challenging to participate in traditional methods of engagement (a summary of the social
media messaging can be found in Appendix D). Evidence was gathered from service users,
carers, and members of the public to inform the Jury of how mental health services were
experienced in North Staffordshire and Stoke-on-Trent. Again, the evidence collected was
analysed, and through equality monitoring it was recognised that there were concerns
regarding the representative sample collected. Consequently, the Local Equality Advisory
Forum (LEAF) was contacted, alongside other minority and marginalised groups, to try and
gather evidence more representative of the population (a copy of the equality form can be
found in Appendix E).

Following this, jurors attended a carer's event, held a practitioner’s event, conducted a GP
survey (original survey and results can be found in Appendix F), and offered a Strategic
Leads event, whereby providers and practitioners had the opportunity to give evidence from
their perspective of working within mental health services. Unfortunately, there was little
response to the Strategic Leads event, which meant that the data gathered was not as
extensive as anticipated (refer to Section 8 for full reflection). The object of these activities
was to identify gaps in the service, determined by comparison of perceptions of both
providers and users.

From December ‘17 to February ‘18, the Jury collated and considered the evidence collected,
and reflected on the knowledge gathered. Through a deliberative process, the Jury solidified
six key themes within the data (Appendix G). Recommendations were then determined from
the clinical rationale for each, and work on the report began in January ’18. Upon reflection, it
was decided that there was an element of overlap with various recommendations, therefore
these were condensed and ultimately formed five key themes. The Jury met to discuss the
draft report during January and February 18, and the appropriate alterations were made to
form the final report, which will be presented to the CCG Boards following approval from the
Patient Congress. The Jury has agreed to engage in a full reflection of the process following

the final meeting and will produce a reflective document to accompany this.

5. Key Findings
Following thematic analysis, the Jury identified five key themes that were presenting in the
data. These are: Access, Awareness, Crisis, Diagnosis, and Treatment. The following

findings are described in the context of these five key themes, and include reference to



North Staffordshire Clinical Commissioning Group
Stoke-on-Trent Clinical Commissioning Group

specific examples of patients and practitioner experiences. The recommendations

established from these findings are detailed in Section 6.

5.1Experiences at the point of access - “I have become increasingly more desperate and
in need of support. They are impossible to contact, and then never call back or contact

whenpr omi sed. 0

e Concerns around patients being referred to the wrong service, being passed from one
service to another and experiencing lack of communication.

e There is a need for one point of access for all mental health enquiries and problems.

e Services have been recognised as not being ‘broad’ enough to encompass multiple
diagnoses or problems coinciding with mental health issues, i.e. drug and alcohol
misuse.

e Lack of integration and communication with health and social care services.

e Lack of knowledge about appropriate access points.

5.2Awareness surrounding mental health services-Af Ther e i s | oadshowf he
do you get to know abouti t ? 0
e Lack of knowledge regarding signposting procedures from different points of access.
e The stigma attached is still prevalent; there is a need for education surrounding mental
illness and general mental well-being.
e Keeping service information and availability up-to-date is imperative to preventing
people reaching crisis.

e Information needs to be in public places, with the opportunity for face-to-face

communication.

5.3 Reaching crisis point — “The threshold is too high before gettings e e n 0
e A&E is not the appropriate place for people in mental health crisis.
e Lack of focus on preventative measures, i.e. drop-in sessions, appropriate helpline
numbers, Healthy Minds, etc.

e Being in crisis is a subjective experience to the individual; it should be viewed as such
by others involved in their care at the time.
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e Difficulties reaching the appropriate service initially; a single point of access,
assessment, and treatment should be established in a timely manner to prevent

further distress.

e The experience of the RAID Team is difficult to access.

5.4 Process of diagnosis — il Iwbuld have been a better experience if staff had listened to
the family, been less patronising to the service user, and taken into account what that specific
person needed sotheycouldr ecover . O
e Concerns surrounding needing a diagnosis to gain access to the appropriate care
pathway; care should be navigated according to presenting issues, not diagnosis
alone.
e Medication is too readily prescribed without exploring alternative options, i.e. talking
therapies.

e Diagnosis requires a holistic approach to the individual, as there is a lack of person-
centred care when ‘labeled’.

¢ Difficulties with dual-diagnosis when there is uncertainty regarding which takes priority.

5.5 Barriers to effective treatment — “GP referral for CBT; waited 8 monthsfor6s e s si ons o

e The medical model of practice is too constricted for treating mental health problems; a
biopsychosocial approach is necessary.

e Lack of holistic approach.

e Discussion of treatment plans and pathways when the individual is in crisis is
unproductive.

e There are many choices available for patients in crisis, however they are not promoted
or easily accessible.

e Expert/specialist mental health professionals are difficult to access.

e Transition from child to adult's services is disjointed and needs to be ‘streamlined’.

6. Recommendations

The Jury’s evidence yielded a vast amount of information regarding mental health services,

and the key findings do not incorporate the observations which were complimentary. Many
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aspects of the services within North Staffordshire and Stoke-on-Trent have been recognised
as valuable, effective and reflective of good practice, however due to the nature of the
inquiry, the following recommendations have been derived from the areas identified as
inconsistent and requiring improvements. Furthermore, although some recommendations
introduce new concepts and premises, some have been made with a view to building on
current positive aspects of the services.
All recommendations incorporate and are supported by the Mental Health Five Year Forward
View, which aims to make specific improvements to mental health services by 2020/21, and
are all informed by the key findings from Section 5. The Jury also concentrated their focus on
key elements of the recovery approach, including the importance of seeing beyond mental
health problems, focusing on the person and not just the symptoms, and recognising that
recovery is not a linear progression. Factors supporting this model and underpinning the
fundamental principles are:

e Being listened to and understood.

e Being in an environment that provides personal growth.

e Developing resilience.

e Developing cultural and spiritual perspectives.

e Getting explanations for problems or experiences.

e Receiving support during crisis periods.
The Jury would therefore propose the following recommendations, which are presented
within the five themes found throughout the data collection period.

6.1 Access:

Recommendation 1. To develop one single, memorable helpline number for mental
health service users operating 24/7.

This helpline would be essential for individuals with mental health needs. It has been
identified as a core recommendation which encompasses all five of the key themes
established. The Jury recognise that there is a similar helpline currently being commissioned,;
this proposal has been identified as a potential means to enhance telephone access for
patients.

The Jury strongly advise that it needs to have a short and memorable number, e.g. 555 ‘Stay

Alive’, and be available to anybody who requires support with mental health problems or

10
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concerns. The helpline should have a triage service to differentiate between people already
in services, those in crisis, and new patients, in addition to providing information for carers,
and enabling staff to signpost patients to the appropriate services. This would provide
intervention early enough to prevent crisis, and divert people away from A&E services. The
helpline would ideally have access to a main database, containing a summary of patient
records; timely access to evidence-based and person-centred care can be achieved, in

addition to prevention of avoidable admissions.

Recommendation 2: Introduce a staffed Community Resource Room in Locality Hubs
and Health & Well-being campuses.

In the Richmond model of Making Transformation Work for General Practice, Dr. Darren
Tymens, Chair of the Richmond General Practice Alliance, refers to five levels of care, and
states that access to mental health services is key at level one; pre-practice care. Introducing
this Hub would ensure that mental well-being is a key aspect of the health service, and would
be included in Care Navigation options. It would have a physical presence to support access
to information, including trained staff and volunteers, whose roles would include providing
support and navigation to other parts of the health and social care systems, including support
from community and voluntary sectors, and potentially with regular visits from Citizens’
Advice, Individual Placement Support (IPS) for employment, etc. Having phone lines and
internet access, up-to-date information on local community-based activity and social groups,
and self-help resources, would improve access for everybody (i.e. individuals with
communication difficulties, those on a waiting list for treatment, etc.). This could also be
linked to the availability of social prescribing initiatives. The Hub would integrate mental and
physical health care, thus reducing the stigma attached to mental illness. It would also
increase self-management of mental health problems; increase awareness of different mental

health conditions and how to manage them; and support and maintain recovery.

Recommendation 3: To review the Assertive Outreach and Early Intervention teams.

The review of these services should focus attention towards ensuring that it meets the needs
of specific groups who experience difficulties in accessing mental health services; i.e. people
who are homeless, leaving prison, have serious mental illness, have multiple needs, have

dual diagnoses, etc. The gaps already identified should be subject to a comprehensive and

11



North Staffordshire Clinical Commissioning Group
Stoke-on-Trent Clinical Commissioning Group

transparent inquiry, with a view to improving the teams’ systemic approaches and
subsequently the experiences of those who currently struggle to suitably access them. It
would also aim to benefit those who are having difficulties with the transition from CAMHS to
adult services by reviewing the efficacy of the current process and implementing appropriate
improvements. This review would need to include patients and experts by experience to
create a network of specialists. Further training would improve timely access to evidence-
based, person-centred care, and increase access to therapies for individuals with severe
mental illness. Additionally, to reduce the amount of premature mortalities, the Outreach
Team should include regular physical health assessments and interventions to provide a
holistic and integrated approach to care.

Recommendation 4: To review the transition from CAMHS to adult services.

Though there was too little evidence for the Jury to support a full investigation into this aspect
of care, there was sufficient concern from those interviewed to result in a recommendation of
areview.

The review needs to cover all aspects of the transition, particularly placing focus upon the
communication and follow-up procedures. The transition for an individual from CAMHS to
adult services should be appropriately graded, and incorporate a specific transition period to
ensure a feeling of safety, comfort, and trust around those involved in their care, as well as
adequate measures put in place to determine the effectiveness of the progression. The
currently disjointed nature of this transition is likely to cause a sense of uncertainty and
distress for those experiencing it, which can contribute to further exacerbation of already
debilitating mental health problems. A review of the services and the pathways currently
provided should strive to alleviate some of these anxieties, by aiming to promote an inclusive,

respectful, and integrated experience which is tailored to the individual’s needs.

6.2 Awareness:
Recommendation 5: Improve the Live Digital Directory of services.
This Jury would propose that this is publicised and promoted during Mental Health

Awareness Week, taking place 14™ - 20" May 2018. This single live directory should include
mental and physical health service information, and be accessible to patients and
practitioners, as well as those with a general interest in mental health and the services

12
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available. It is also recommended that this is available in the form of an App, for Smartphone
users. The directory needs to be more comprehensive and include information specific to
North Staffordshire and Stoke-on-Trent; currently, this is a nationwide entity. It should be
accessible from the Locality Hubs, and available through all methods of communication (i.e.
telephone, internet). It should be co-located in primary care settings, kept up-to-date,
promoted to practitioners at annual/bi-annual events (see Recommendation 6) and preferably
owned by a voluntary sector organisation, which would be responsible for maintaining its
accuracy. It would be focused on recovery and available to those who are on waiting lists for

treatment as an interim measure to maintain mental well-being.

Recommendation 6: Improve communication between practitioners and services.
Utilising the Live Directory (refer to Recommendation 5), this would ensure that practitioners
are aware of all services available, and would be integrated with primary, secondary, social
care, and voluntary sectors to reduce the current fragmentation. Continued Professional
Development (CPD) opportunities would be regularly accessible, alongside the prospect of
formal/informal meetings, and potential partnerships between services to form, thus ensuring
the service provided is of a high standard and exceeds national guidelines. Again, this would
serve to create an integrated service for those who use mental health services in the area,

and would ensure that individuals are protected from disparities within their care.

Recommendation 7: To commission Mental Health First Aid training.

Commissioners need to ensure good quality mental health training is more accessible for
carers, friends, and relatives, as well as being accessible to the wider population, which
includes being cost-effective. If provided, mental health first aid should incorporate detailed
information about less common mental health conditions and how they present, such as
Dissociative Disorders, in addition to further education on more common presentations, such
as Depression, Anxiety, Eating Disorders, psychotic symptoms, and intrusive thoughts.
Commissioning this training would improve the quality of life for those suffering with mental
illness, and improve awareness and knowledge of mental illness nationwide, consequently
reducing the stigma attached to people who suffer with mental ill health. It could serve as a
valuable preventative measure to crisis and premature mortality, provide support for people

to receive treatment sooner, and enable people to identify and treat early warning signs.
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Mental health first aid would promote integrated services, as physical health practitioners
would also have easier access to the training, thus increasing links and encouraging
employers to get on-board. It would encourage a holistic approach to all aspects of well-

being.

6.3 Crisis

Recommendation 8: Ensure the Access Team has equivalent crisis response times to
physical emergency care.

The Access Team would have appropriate resources to respond immediately to crisis, which
avoids inappropriate use of 999 calls, and would have the ability to signpost individuals away
from A&E (unless urgent treatment is required for physical health problems) to prevent
unnecessary attendance to the department. It would also relieve some of the pressure faced
by the Samaritan’s service, which does not have sufficiently trained staff to treat or care for
some of the mental health presentations that they encounter on a regular basis. This should
result in a reduction in the number of people taking their own lives, improve access and
guality of care to support people to receive treatment sooner, and promote parity of esteem.
The Access Team needs to provide timely access to evidence-based and person-centred
care, and provide an integrated service for those in crisis.

Recommendation 9: Access Team and RAID to be reviewed by existing patients and
expert patient groups.

This review should be led by patients and expert patient groups, e.g. Echo, Expert Citizens,
Personality Disorder Network, and would be carried out with the purpose to develop the
overall patient experience. It will aim to improve access to high quality person-centred care,
which will foster a therapeutic benefit for individuals accessing the service from receiving
appropriate care and treatment. It is expected that this would result in a reduction of stigma
associated with mental health problems and suicide attempts, and a reduction in people at

risk of taking their own lives.

Recommendation 10: Research into a mental health A&E.
This would need to examine national best practice alongside the economically viable options.

The research could utilise and involve patients and practitioners in meaningful  consultation,

14
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and promote practice of integrated services. Emphasis should be given to the entry portals in
particular; a fair and thorough examination of this issue needs to be carried out for a fully
comprehensive review of the service and future possibilities. Providing a mental health A&E
would increase access to high quality and individually focused care that prevents avoidable
admissions and supports recovery, while moderating the current strain on A&E attendance.
Consequently, this would improve the patient experience in both mental and physical health

A&E cases, by enabling a service that promotes individualised and appropriate care.

6.4 Diagnosis:

Recommendation 11: Care Navigators to refer for specialist assessment.

This service would be co-located in primary care, preferably within Locality Hubs or Health &
Wellness Campuses (see Recommendation 2).

It is felt that a full and comprehensive assessment needs to be completed of the individual
and their needs. Using a biopsychosocial model of care, one practitioner should be able to
assess and support navigation to the appropriate service, and provide options for the most
appropriate care option. For example, as part of a holistic approach, specialist practitioners
would view drug and alcohol misuse and addiction as a feature of mental ill-being and
underlying distress, rather than an independent condition. Similarly, those with
psychosomatic symptoms would undergo an assessment for both physical and mental
health.

The Care Navigator would be able to signpost individuals for a specialist assessment, which
encompasses mental and physical health, and away from the GP, resulting in a reduction of
GP appointments. This service would provide access to evidence-based, person-centred
care for the individual, which concurrently encompasses physical and mental well-being, thus

reinforcing the attempt to working towards parity of esteem.

Recommendation 12: Review the dual diagnosis process and treatment options.
Individuals with dual diagnosis should be able to access an integrated service. There should
be consistency, a holistic assessment of all aspects of the individual, and a focus on their
recovery, management, and coping mechanisms. When considering the factors contributing
to mental illness and the many ways in which these problems can present, the process for

service users can become fragmented and difficult to navigate due to the complexities of the
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individual's needs. The services available should be reviewed to reflect an approach which
can be easily accessible and respectful at the assessment stage, as well as integrated and

holistic throughout the individual’s experience.

6.5 Treatment:

Recommendation 13: Increase the number of Support, Time and Recovery (STR)
workers.

Their role would include setting agreed goals with individuals and facilitating change, by
providing psychoeducation around their condition, and identification of triggers to encourage
better self-management where possible. Having more STR’s would also ensure that safe and
effective care plans are written in collaboration with the individual, including early warning
signs, and would promote recovery-focused and person-centred care. This would reduce the
caseload for Community Psychiatric Nurses (CPNs), ensuring more time is available during
acute phases of illness. STRs can also provide support between periods of assessment and
commencement of treatment, and can encourage a recovery-focused pathway for the
individual. They should be trained to provide low-intensity psychological intervention, which
can also reduce the potential for relapse during waiting times.

Recommendation 14: Ensure Personal Health Budgets (PHBSs) are easier to access.
PHB’s can fill gaps in service provision and enable people to make their own decisions about
treatment, empowering them to make positive choices regarding their own mental well-being.
Making more information available about PHB’s and how to access them would benefit those
in need of different treatment options and pathways, and emphasises the focus on recovery
and person-centred care. It is recommended that these PHBs are accessible in conjunction
with further psychoeducation and knowledge regarding appropriate treatment options, to
promote choice and independence regarding all potential pathways suited to the individuals’

needs.

7. Recommended Outcome Measures

Key Performance Indicators (KPIs) are currently a quantitative measure focusing on waiting
times to initial assessment; consequently, the statistics are not reflective of waiting times for

treatment. It is recommended that these KPIs include patient satisfaction measured by
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means of qualitative indicators, and are not a ‘friends and family test’. A qualitative analysis
would provide a more comprehensive overview of patient experience and expected
outcomes, rather than a directed and closed-question quantitative measure.

It has been recognised that the focus needs to shift onto helping patients improve their well-
being to prevent relapse, thus preventing individuals re-entering the service in the future and
becoming a ‘revolving door'. It is important to measure whether the service is personalised,
easy to access, tailored to individual needs, recovery-focused, and is appropriate. There is a
growing body of evidence to support the positive psychological impact of receiving person-
centred care, and this would impact those who frequent the service. Introducing a process for
people to give personal, easy, and accurate feedback on how they are treated would include
setting early expectations and understanding what is acceptable to patients according to their
own narrative.

Finally, due to the complexities of the commissioning arrangements and the specifications of
the service, it is difficult to establish how funding is distributed throughout North Staffordshire
and Stoke-on-Trent. More targeted commissioning is needed for mental health services, to
ensure they are allocated in a way in which the outcomes are more transparent and can be

monitored closely.

8. Reflections

As the concept of a Citizen’s Jury is a relatively new one, the members had a lot of scope
regarding the approach and potential outcomes of the process. Furthermore, the focus of
mental health presented an extensive range of material and topics for discussion. The Jury
adopted a reflective stance in the very early stages of the process, recognising that the
nature of the topic did not permit a straightforward scientific and structured approach, and
that it differed in comparison to the previous Jury’s project on diabetes.

All members of the Jury were enthusiastic about the themes being discussed surrounding
mental health and the services offered; it has been an invaluable and perpetual learning
experience for all involved. Due to this, deadlines originally agreed were shifted to ensure a
full and comprehensive investigation, and to fulfill the requirements set out in the initial
stages. The Jury made decisions to schedule extra meetings and discussions to ensure
accuracy and meticulousness, and to maintain the passionate tone that continuously

permeated the group.
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Key themes were constantly emerging throughout the data analysis period; the Jury were
careful to ensure they were being led by the evidence rather than personal and subjective
experiences. Consequently, this meant that the thematic analysis was a core aspect of the
process during meetings, and changes/additions were made in the final stages of report-
writing to reflect a more succinct yet thorough investigation. Notwithstanding this, the Jury
appreciates the support, validation, and academic rigour elicited by Stephen's involvement
with the process.

It was a disappointment to the Jury that there was a lack of response and support from the
Strategic Provider Leads event. One provider showed enthusiasm and was keen to provide
support to the Jury, however, it was not viable to continue with the event and it was
subsequently cancelled. The Jury would have had a greater quantity of data if more
responses had been received; as this was not the case, the quality of evidence collected was
lesser than anticipated.

Unfortunately, some members of the Jury initially selected were not able to continue
throughout the entirety of the process. Therefore, it was suggested that for future
commissioned projects such as this, more Jury members are selected at the preliminary
stages to account for future losses if they occur. Considering the depleting numbers
throughout the inquiry, the Jury acknowledges that the passion and commitment shown by
members who offered to write the report without administrative support was paramount.
Finally, the Jury acknowledges the way in which they have operated throughout. It has been
a democratic and deliberative approach, and all decisions and actions have been made
unanimously by the Jury; no decision has been made against the wishes of any member. The

strength, support, and persistence shown has been admirable.

9. Governance

This report was reviewed by the Patient Congress on 13/02/2018 for approval. The overall
response reflected a positive and gratuitous tone, with members conveying their appreciation
to the Jury for an objective and comprehensive report. The evidence resonated with all
members and has therefore been fully endorsed. The written report itself has been given
notable appreciation by many members of the Patient Congress regarding its professionalism

and accessibility.
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Stoke-on-Trent Clinical Commissioning Group

The report is being presented to the North Staffordshire and Stoke-on-Trent CCG Boards on
6™ March 2018 and, subject to approval, will be formally launched at the Community
Conversation Event focusing on mental health on Thursday 19™ April 2018.

The Citizens’ Jury is requesting an action plan within one month from the North Staffordshire
and Stoke-on-Trent CCGs, and a review of any progress within six months. The Jury is keen
to maintain involvement in the implementation of this investigation, and agree that the Patient
Congress meetings would be an effective platform to bi-annually evaluate progress of the
recommendations. The Jury members are willing to complete a full investigative review of the

changes made within the next two years if the CCGs approve a re-commissioned project.

10. Supporting Documents & Evidence

The strategies/national plans etc. that have and informed this report and been considered by
the Jury are:

e Staffordshire Mental Health Strategy 2015

e NHS Five Year Forward View for Mental Health 2016

e NHS Five Year Forward View 2014

e Healthwatch Stoke on Trent: a report exploring patient access to mental health services in
Stoke on Trent 2015

e Recovery Model of Mental lliness: A Complimentary Approach to Psychiatric Care
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The individuals and organisations to be acknowledged will be found in Appendix A following

the Citizens’ Jury reflections meeting, which will take place after the Board Meeting on 6™
March 2018.
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Minute Extract from the North Staffordshire CCG Board Meeting Ja@0a6y

NCprovideda verbalreport and on behalf of the Patient CongresshankedDr PaulUnyolofor his supportto
the congress and excellesteer.

NCadvisedthat at the last Patient Congressneeting, membersreceivedan update regardingthe Five Year
Strategy and were asked to consider how best the CCGs could engage with the public and wharereas
problematic around access &ervices.

b/ NBFSNNBR (2 GKS /AGAT SyaQ WdzZNE FyR GKS o0SgnSTAGS
diabetes last year and generated many recommendations, which have been accepted by the CCG asd work
progressing towards implementing them, together with regular updates received at the Patient Coagress

at Board.

NCrecommendedthat a second/ A { A Jur§ig'eltablishedjointly with Stokeon Trent CCGand suggested
that the jury focus on mentdiealth, with the jury deciding on the scope of #quiry.

JDaskedif the provider organisationsare engagedand included.NCassuredJDthat provider organisations

are included and invited where necessary and stated that the jury welcome input frpartakrs.

ABr referred to the initial jury and the working party established to lead and implementeéb@mmendations
and requested feedback on progress. NC stated that feedback is regularly received. She addes that
recommendations were agreed and theorking group continue to track progress and implementatiGhe
added that not all recommendations have been implemented fully, however progress is being ABde.
asked if an update report should be received from the working group to provide the GogdBpard withan
update. Members of the Governing Board agreed that an update would be provided to tQeality
Committee at the neximeeting.

DHadvisedthat the first CitizensJurywasvery successfulwhichwasmainly due to the leadershipof the jury
and stated that the selection must be of gréaportance.

Members of the GoverninBoard:
e {dzZLIL2 NI SR | &S
e ' ANBSR GKIFG GK
e !l AINBSR GKIG GK
on-TrentCCGs

Desfigation A G AT Sy aQ WdzNEe
G2LIAO T2N) (KBeathSO2y R / AGAT SyaQ

S
§  ye§dindy sponstradibyBhsts Korth\Biafididsheahdiioke

Minute extract from the Stoke CCG Governing Body Februaryn2idiges.

SP presented the report to summarise the benefit of a Citizens Jury to the CCG casninissioning
organisationand to the patients it serves.The first jury focusingon diabetes generatedseveralpractical
recommendationgo improvethe quality of the CCGEommissionedserviceswvhich havebeenacceptedand
are being acted on. Details fdlows:

SPr ROAASR GKIFIG om0 GKS FANRG /AGAT SyaQ WdzNS&amingd2y @S
the servicesand experience®f peoplewith diabetes,and resultedin a report which was publishedin March
2015;(2)the / A { A Juroprapfisedpatients and interested membersof the public with Layleadership.lt

agreed the scope of the investigation and works over a short period of time, and engaged collaboraitikrely
patients, carers,clinicalcommissionersservicemanagersand healthcareprofessionalslt was sponsoredby,

but independent to, the CCGs; (3) the approach puts patients, carers and the interested public at theoheart
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healthcare commissioning, and provided a real opportunity for patients to lead in the shapirfgture
services. It demonstrated the effectiveness of lay wisdom in identifying strengths, weaknasdes
opportunities for improvement of healthcaservices.

SP highgyhted the objective perspective from patients and members of the public widbhllenge
assumptionsand identify potential blind spots.It alsoreinforcesthe / / Dc@ltire of opennessandinclusion
and is based on the NHS constitutional tenet that Ht¢S belongs to theeople.

SPadvisedthat the North Staffordshireand Stokeon-Trent Patient Congresse$iad proposedthat a second
jury should be convened. The proposals from NS CCG Patient Congress were discusse®toitkdhel rent
CCG Patierfongress on 5th January and it had been agreed that Mental Health should be the nexthigpic.
was subsequently supported by North Staffordshire CCG Gové&aarg.

A discussion took place around (1) the need to the wider engagement plan; (2) thétbehefie procesand
the needto ensurethat value is being added; and (3) the learningfrom the last/ A (i A Jur$whictwas
available within the report on thevebsite.

{1t FROGAASR (KL GKS /AGAT SyaQ WwWdzNE bOdyetsiatrosdl@ttzt R 0
Staffordshire and Stoken-TrentCCGs.

The Governing Body dubpnsideredii KS 2 LJiA2ya F2NJ I aS0O02yR /AGAT SyaaqQ
andsupportedl a4 S0O2y R [/ AlGAT S yajreedtNedanid topiy Br3hkeyi d Bl G A 2 a1 Sy a.
Mental Health; andagreedthat the next/ A G A JurwillEb@jointly sponsoredby both North Staffordshire

and Stokeon -Trent Governing 2 RA Sa Q®
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¢ Staffordshire

Fire and Rescue Service
preventing * protecting * responding

INHS
North Staffordshire
Clinical Commissioning Group

Citizens Jury Mental Health

The Citizens Jury, which s putting access to adult mental health services under
microscope in Stoke on Trent and North Staffordshire, is looking for people to
evidence.

This initiative is calling for people who have experienced mental health services as a
or carer, or who simply have opinions about the services to complete the following

You will be treated in confidence and your anonymity will be maintained.

All fields marked (*) are mandatory and must be answered in order to submit this

1) (*) Are you answering this survey as a...

T carer
" patient

" Just interested

2) (*) Have you accessed mental health services in the last two years?

" Yes

3) (*) What was your overall experience?

" Excellent

T Good

~ -

° NHS|

Stoke-on-Trent
Clinical Commissioning Group

the
provide

patient
survey.

survey.
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" Poor
4) (*) How did you access the service?
| found it myself

Friend or relative

GP referral

O O O 0O

Other referral

5) When you first entered the service, how did it feel?

C Easy to access

" Difficultto access

(*) Was the waiting time...

® Acceptable

. Unacceptable

(*) Were you in crisis?

" Yes

Tell us what went well:

(*) Was it...
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| o

Please tell us how it could it have been better:

-

L

| 2

6) (*) If you knew someone with metal health needs - how would you help someone to find
information and support?

" Internet search
I would tell them to go to the doctors
I would take them to hospital

I would call 111
Don’t know

Other (Please specify) I
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Drop in Sessions & Survey

Finl
-

¢+ NHS North Staffs CCG

S TR rrh S
= YHSMorthStaffs

Citizens' Jury puts services

under spotlight. Seeking views of
patients/carers/public

- 23 Apr 2017

NHS North Staffs CCG

ENHEMorth5taffs

Do you have mental health experiences could
share? Seeking views of patients, carers and
the public

7 A

2:30 PM - 27 Apr 2017

Fiod
-

AT

ENH5MNorth5taffs
Access to adult mental health services under

microscope to inform/improve the shape of
future services

MNHS North Staffs CCG

EMHSNorth5taffs

Come along to a
drop in session. You will remain anonymous.
Give us your views:

- ORA _ 7 Rd=

215 PM - 2 2017

vigly LUL/

Fiod
-

¢+ NHS North Staffs CCG

@NHiMorthitaffs
Had good or bad experiences of mental

health services? Come to a
drop in session.

L0:55 AM - 5 May 2017

Fiod
-

% NHS North Staffs CCG

EMNHIMorth3taffs
Recently transferred from children’s to adult
services? We'd like to hear
from you.

7-00 PM - B May 2017

vigy LULS

e

MNHS North Staffs CCG .

Foo
-

¢*% NHS North Staffs CCG

=

&@MH5Morth5taffs

Want to share your views about access to
adult mental health services? Complete our
short survey

150 BM

- 9 May 2017

Fio
-

% NHS North 5taffs CCG

=

@MHSMarthStaffs

Citizens' Jury puts services
under spotlight. Seeking views of

patients/carers/public

1 - 11 May 2017

MHS Morth Staffs CCG

@MNHS5Morth5taffs

Fnd
.

Want to share your views about access to

adult mental health services? Complete our
short survey

O AM -

19 kA A

13 May 2017

A

Fis NHS North Staffs CCG

ENH5MNorth5taffs

Access to adult mental health services under
microscope to inform/improve the shape of
future services

L:50 PM 2017

20 Maw 2
vign £LULJ

AT

"% NHS North Staffs CCG

EMNHINorthsaffs
The Citizens' Jury online survey asking for
your views of mental health services ends
tomorrow

5:05 AM - 1 Jun 2017

- Ldun £ULS

=
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Equality monitoring form - you have the option to complete any or all sections

| am /| represent a patient / carer / community group / a voting Board member / member of staff/
other (please circle and describe, as appropriate)

| Name of community group (optional): |

Please indicate your answers below with an X:-

What is your ethnic aroup?

(This includes colour, nationality, including citizenship and ethnic or national origins)

White English / Welsh / Scottish Mixed / White & Black
/ Northern Irish / British Multiple Caribbean
ethnic
Irish groups White & Black African
Polish White & Asian
Other European, please Any other Mixed /
state Multiple ethnic

background, please
describe below

Any other White
background, please state

Asian or Indian Chinese Chinese

Asian or other

British Pakistani Asian Any other Asian
groups

background, please
describe below

Bangladeshi

Other, please describe

Black / African Gypsy & | Irish
African / Traveller
Caribbean Caribbean

Gypsy or Irish Traveller
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/ Black
British Black British Other, please describe
Any other Black / African /
Caribbean background,
(please describe)
Other Arab
ethnic
group
Any other ethnic group,
please describe

Prefer not to say

What is your age category?

16 - 19 20-24 25-29 30-34 35-39 40 - 44
45 - 49 50 - 54 55 -59 60 - 64 65 - 69 70-74
75-79 80 and over

Prefer not to say

What is your religion or belief?

Buddhism Christianity Hinduism Islam

Judaism Sikhism Other, please describe Prefer not to say

What is your gender?

Male

Female

Intersex

Other

Prefer not to say

What is your gender identity? Gender Reassignment:
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Have you gone through any part of a process or do you intend to (including thoughts and
actions) to bring your physical sex appearance and/or your gender role more in line with your
gender identity? (This could include changing your name, your appearance and the way you
dress, taking hormones or having gender confirming surgery)?

Yes No Prefer not to say

What is your sexual orientation?

Hetrosexual (people of the opposite sex) Lesbian (both female)
Gay (both men) Bisexual (people of either sex)
Other Prefer not to say

Marriage & Civil Partnership: What is your relationship status?

Married Single Divorced Lives with
Partner
Separated Widowed Civil Partnership Other

Prefer not to say

Pregnancy and Maternity

(The Equality Act 2010 protects women who are pregnant or have given birth within a
26 week period). Please tick or circle as appropriate:

Are you pregnant at this time? Yes/ No

Have you recently given birth? (within the last 26 week period) Yes/No

Prefer not to say

Do you consider yourself to have a disability?

(The Equality Act 2010 states a person has a disability if they have a physical or mental
impairment which has a long term (12 month period or longer) or substantial adverse effects
on their ability to carry out day to day activities).

Physical disability (please describe) Sensory disability eg Deaf, hard of
hearing, Blind, visually impaired (please
describe)
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Mental health need Learning disability or difficulty

Long term iliness (please describe) Other, please describe

Prefer not to say

Do you care for someone? (*see definition on page 1)

(Tick as many boxes as appropriate)

Yes No Prefer not to say

Care for young person(s) aged younger than 24 years of age

Care for adult(s) aged 25 to 49 years of age

Care for older person(s) aged over 50 years of age

Military Veterans

| am a military veteran Yes No Prefer notto say

Thank you for completing and returning this form.
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NHS!

Midlands and Lancashire
Commissioning Support Unit

Citizens Jury Mental

Q1.(* ) Are you answering this survey as a...

GP

Other

(pleas

specif

y)

Q1. (*) Are you answering this survey as a..

Other (please spect)

'
 Test

2 Practice Manager

3| GP and Mather of son with significant MH diagnosis ( paychosis)

Health

Respo
nse
percen

t

25%

0%

(i

RACRONERS
75%

iy

Respo
nse

total
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. Statistics based on 4 respondents;

Q2. (*) As a professional acting on behalf of a patient, have you accessed adult mental
health services in the last two years?

Response @ Response

percent total
Yes 75% 3
No 25% 1

Q3. (*) What was your overall experience of accessing these adult mental health services?

Response = Response

percent total
Excellent 0% o
Good 0% o
Reasonable 66.67% 2

Poor 33.33% 1
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04 How did you access the service?

Respon

se total

Statistics based on 3 respondents;
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Q5 .(* )From your involvement, was it...

Response | Response

percent total

Easy to

33.33% i
access
Difficult to

66.67% 2
access

A Export Graph
A

A  Statistics based on 3 respondents;

Q6. (*) From your involvement, was the waiting time...

Response | Response

percent total

Acceptable 33.33% 1

Unacceptable 66.67% 2
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A Export Graph
A

A  Statistics based on 3 respondents;

Q7 .(* )Was the patient you supported in crisis?

Response @ Response

percent total

Yes 100% 3

No 0% 0
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08 .Tell us what went well:

Respon

setotal

Statistics based on 2 respondents;
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Q9. Please tell us how it could it have beenbetter:

Q9. Please tell us how it could it have been better:
[2totz)

e Recponces

3 No continuity between access team, home treztment tzam . Ward envimment/ experience 3s an inpatient wasn't great for our son and he was
discharged unwell , paraneid with delusions without support( he didn't have insight and was deemed as not meeting criteria for section by social worker )
. We then had a horrific experience with a psychotic adult son who was parancid and delusional ,yet we 2nd he were unsupported . In the following 2
weeks he zlmost killed himself by driving fast and erratically whilst manic and rolling 2 car 2nd we had 2 episodes where he believed I vas trying to kill
him s0 he protected himself vith sharp knives and other weapons and threatened me to a point where I had to leave our home. We feel lucky to have
survivad this and the only available support was achieved by contacting another carter who happened to be a gp who put me in touch with the EIP team
. The EIP team had gone off the radar for GPS and were never mentioned to us at all by the access team, the home treatment team and the ward staff,
When we did find them, they were clearly exactly the support that he { and we) needed, This has been 3 horific experience for us all and we do believe
it could have been better . There were some individual staff who were fantastic and 'got it' completely including many on the ward , Carers { even ones
with clinical knowledge) find the situation of living with a family member with psychosis very very hard and frightening, Please consider career support
and access for carers to the EIP service even if the individual isn't well enough to engage. Deciding that someone unwell and without insight doesn't
meet the criteria for section is subjective and where there isn't 2 consensus I personally don't think sending someone away without any support vias safe
or vise, We also found that there wera medics in favour and support of section us for our son whe was certainly 2 danger to himself and others when
social workers decided he wasn't, No one checked to ses what happened next, 2nd infact, he remained 2 danger to himself and to us but zfter the
experience we had had we didn't 'dare' to re engzge in case we went back through the same process of failure to get the treatment and management he
needed... Sorry for the long response but there is certainly l2aming to be had from our experience .

ﬂiWaiting time much 100 long ) time betvieen review oo Iong, discharged too eari!, fregueni requsS for re referral
(21013
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NOTES AND SUBSEQUENT FOLLOW-UP FROM CITIZENS’ JURY

MEETING ON 25/7/2017

At the Citizens’ Jury meeting on 25th July 2017, jurors began to look at consistent themes
that featured in the evidence gathered to date. Since then these have been grouped together
into broad themes, alongside the evidence to validate each point.

Themes

Access

Summary

Evidence

Religious
beliefs ignored
when trying to
access services

“One friend reported that they felt their religious beliefs were ignored, and
when trying to access services, they were not put first, nor were their
struggles with real life issues.”

Non-English
speaker
causing a
language
barrier and
misunderstandi
ngs

“...particularly where they had limited English, they had tried to seek help
but found they were misunderstood. They stated one individual (mother)
was reported to social care and since then has been reluctant to seek
further help”

‘I have had a bad life! | smoked mamba and my life just went downhill. |
went to the doctor and they laughed. They don’t take me seriously. They
don't listen.”

Lost between
health and
social care

‘| spoke to some fellow carers over these last few weeks and one white
British lady reported similar, she went for help and ended up finding herself
in a difficult situation with social care, reporting she thought they were
supposed to help but made things more difficult.”

“Another parent carer who has diagnosed mental illnesses had to fight for
help and access to both health and social care. Social care is not helping
or putting anything in to support the family, and they feel they have now
got to battle. The individual feels lost between both health and social care,
not helping her condition in the process.”

“Service user describes access to secondary mental health services as
‘difficult and frustrating’, stating that he is ‘passed around like a game of

r”

tennis’.

“Service user was discharged from Harplands in April 2016. A Psychologist
saw her to assist with a change to new accommodation, and she was then
referred for ongoing support; heard nothing for 8 months. She had a CPN,
who went on long-term sick leave so had no support at all from CMHT.

The hospital Psychologist saw a gap and insisted on getting a CPN from
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the Brandon Centre. She managed to get a temporary CPN, who saw her
once a fortnight, and had a community support worker each week but there
was no structure to this support, and this was reduced without informing
the service user. The service user then took an overdose and ended up in
A&E.

Her care plan had been done previously, but the CPN did not know about
it.

She was discharged from Harplands this year; however, the CPN did not
contact her following discharge, and heard nothing from the Home
Treatment team. She left Harplands with a letter that said a CPN would
visit her at home, and when she contacted CMHT about this, the CPN
believed it was a clinic appointment.”

"...you have to
fight for
everything"

“You soon learn that you have to fight for everything; it does not come by
right or in response to your need.”

“Individual has experienced stress related illnesses for many years. She
has a good experience with her doctor and feels that she can control her
illness well with medication. She describes herself as a confident person
normally and accredits being ‘forceful’ with the GP to get the medication
that she needs. An example is feeling that she needed help with sleeping
at night, but the GP did not want to initially change her medication.
However, as she then went back several times stating why she felt it may
work they decided to try it and as a result it has positively changed her
sleeping habits, which means she is now able to cope better at work.

She also stated that she wonders how individuals (young people
especially) who are less inclined to have this relationship navigate the
world of medication. She has tried many different types of medication and
has finally found the right balance for her now”

“An individual was taken to RSUH due to an overdose. They were seen
quickly by a doctor and then passed on to the RAID team for assessment.
Two individuals took place in the assessment where the female states that
she felt like she was being interrogated by a ‘good cop and bad cop’. The
female was obviously in a great deal of distress already, however this was
elevated by the way in which the individuals assessing her acted. Whilst
being assessed the individual was asked what her mother would think to
this behaviour; the individual proceeded to explain that she had a young
daughter of a similar age.

She was told that if she went on a ward that she could ‘make friends’ with
people who would then ask favours when she left.

The female repeatedly was asked if she would take her own life if allowed,
to which she replied yes.

After speaking about these issues for around an hour, the female was told
that due to what she had exclaimed she would need to either volunteer
herself or be placed on a section, or they would have to legally force her.
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They then proceeded to tell her that she was being taken to a room where
she would then be shown the ward in which she was staying.

After this she began to object as she was conflicted by wanting to go home
and being safe, however she did comply with what she was asked and
followed the team to the room where she would wait. She waited in this
room for around two hours where she was then pulled aside and taken to a
room where she was discharged and given a leaflet. She was asked if she
would like to make a phone call to get someone to collect her. She
declined and was left to leave the hospital on her own with no transport
organised. She then proceeded to wander the streets around the hospital,
upset that she had been dismissed and contemplating taking her own life.
In the end she didn’t and has since then had no treatment as she refuses
to trust any other service.”

“An individual was an impatient at the Harplands and felt like she had been
pushed to take weekend leave, although she at the time didn’t feel ready
to. She was told that they needed emergency beds for the weekend so she
had to go home. Her home environment was a contributing factor to her
decline in wellbeing, and as a result she felt unsafe leaving. Instead
medication was pushed on her until she was eventually discharged. She
felt like the service was constantly trying to push her out due to the lack of
beds at the hospital.”

Capacity, staff
and hours of
RAID

‘RAID — mainly positive. Only had one poor experience out of
approximately ten, when she was extremely suicidal; she was taken into a
room with 3 people standing over her, and told that they hadn’t got enough
staff to supervise her so she needed to behave.”

Rural locations -
access to
services/areas

“My friend is having problems now — he is drinking & taking drugs. He has
a lodger and | think that he is being taken for a ride. He was going to the
Hope Centre but now he can'’t afford the bus fare. His care worker is trying
to get him a bus pass. He no longer sees his CPN and | think that things
have got worse since he finished with the CPN.”

“2002, GP referred a gentleman to Lyme Brook, where he was offered six
sessions of talking therapy. He struggled to attend due to high levels of
anxiety and couldn’t afford a taxi; he was perceived as not engaging so
was discharged. Been re-referred several times but never received a
diagnosis.”

“‘He has been to Safe Spaces twice; he found it very good, but not very
accessible from Staffordshire Moorlands. He feels there are very few
services available to people in the Moorlands in comparison to Stoke.”

“GP access when moving area is an issue”

“‘Being at university is a challenge to young individuals as they live in two
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locations throughout the year.”
“Postcode and location can have a heavy impact on access”
“Individual had several points to make about mental health services.

The individual lives near Buxton (so is technically a Staffordshire resident)
but uses a GP in Buxton. This has created issues with communication
between the two counties. Due to her illness she has in the past had to use
emergency treatment. This is only available at the Harplands which can
only be accessed via car for her. She and her husband do drive but
wonder about other rural individuals that live past Leek but still fall under
the Staffordshire border.

Medication for this individual was a struggle due to diagnosis not being
clear or being changed dependent on which doctor she saw.

The individual has many issues accessing Staffordshire services however
pays all her taxes to Staffordshire county council, therefore is entitled to
use these services. She states that there should be more services
available for individuals living in rural areas, or information should be given
about whether she is able to use Derbyshire’s services in an emergency.
Due to the nature of North Staffordshire there are a lot of areas where
borders can be complicated.”

Lack of
community
based support
groups due to
cuts

“There are not enough services.”

“It is important for my mental well-being that | don’t stay in but going to
these groups cost money to get there in a taxi as | can’t use buses
because | also have arthritis which makes it difficult to walk. | rely on my
DLA benefit to be able to get out and am worried this might be cut when
benefit changes come in.

What has been useful is going along to a drop-in group every Wednesday
at Greenfields that we run ourselves. With the support of NSUG we were
given a room to use free at Greenfields centre and a member of staff from
NSUG (North Staffs Voice MH) comes along every couple of weeks to see
how we all are and asks us about the services. We just have a cup of tea
and biscuits, play some music and have a chat. For some of the people
who come this is the only time they go out.

It seems that as you get older if you suffer from a mental illness but don’t
have dementia there isn’t much support out there in the community as a lot
of groups have shut; there should be more support out there to stop people
becoming isolated, particularly if they live on their own and have no family.

“l go along to a drop-in group every Wednesday at Greenfields that we run
ourselves. With the support of NSUG we were given a room to use free at
Greenfields centre and a member of staff from NSUG (North Staffs Voice
MH) comes along every couple of weeks to see how we all are and asks
us about the services. This is important to me as if | didn’t have this group
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to go to | wouldn’t see anyone to talk to. Living on your own can be very
lonely.

| used to go along to another group that was run by social care but when
that closed there was nowhere else to go until the drop-in at Greenfields.
Groups out in the community are very important to people who are elderly
and have a mental health problem, so it would be good if funding was
there to support groups like this. ©

Complex
referral process
- efficient not
effective and
needs to be
person centric

“Throughout my experiences in dealing with the mental health service |
have found them to be inadequate. Over the past few months, | have
become increasingly more desperate and in need of support. They are
impossible to contact, and then never call back or contact when promised.
My family and | have needed to attend the centre in the past to ensure
action is taken. Even the last appointment | had where | expressed my
wishes to commit suicide did not increase their care.”

Early
intervention

“Visit to the GP — | was prescribed anti-depressants, however soon after
experienced mania, which led to psychosis. There was not enough time
with the GP to discuss circumstances or history - | have, according to
evidence, a genetic vulnerability as my father had the same condition.
Medication induced mania was stated by my GP following a review of my
history. 1 now have a condition I must monitor amongst other things,
therefore has impacted on me greatly.

Additionally, | contacted the mental health Access Team following the start
of mania when | was made aware that they did not perform assessments.
They informed me that they would be out the next day, and turned up
unannounced three days later, by which point I'd had no sleep and my
mental health had deteriorated.”

“Family telephoned mental health Access Team following a trigger, which
led to a distressing episode. The family was informed that it was a bank
holiday and there was nobody working. The family had to persist before
they called the emergency duty team, which resulted in a section that
could not be explained; the family was looking for support.

| was then seen by the early intervention team for first episode psychosis.
This is only available to me for three years. | am supposed to have access
to psychological therapies as and when | need, which EIT reports they
have and | would like. However, | am nearly two years in and | am still on a
waiting list to access them.”
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Awareness

Summary

Evidence

Confused about
the role/support
of CPNs

“She was allocated a CPN after 18 months; she does not know how the
CPN helps, and has discussed this with the doctor who has said that her
iIssues are related to social care as her child has a disability, so her social
worker should be putting in support.”

‘I became ill at work having experienced a psychotic episode. | took a
week off work and my company referred me to a CPN at Southlands and
after a couple of sessions | was discharged.

| became unwell and was self-harming so went to A&E. As a result, |
undertook 8 or 9 sessions with a CPN and was then discharged. | hated
the CPN who became part of my episodes; there is no support and | am
always kept waiting. People say | should be sectioned.”

Stigma remains

“I find it difficult to get the right dose of drugs that | need. | buy them off the
internet and because | am a drug addict people, like doctors, are biased.
They don't listen! | need to get my drugs reviewed.”

“‘When she first entered services, she felt negatively judged by staff and
the public, and felt like the Consultant didn't listen to her.”

“‘My family didn't understand my mental illness and made me feel
worthless. | lost weight and was not myself when finally, a small
disagreement with my son caused a major reaction. | argued with my wife
and eventually the Police were summoned and | was taken to jail.

| feel the Police misjudged me and weren't very sympathetic to my problem
but eventually a doctor was called and it was someone | knew from work
(looking after mentally ill people). He denied knowing me which caused me
more anxiety as | couldn't understand why. | was not given medication but
was told to see my doctor where | would be referred for help (CBT) but this
would take about 12 weeks.

It took longer than 12 weeks to be seen. | felt in limbo with no support.
Simple things or changes made me very anxious. My wife would not have
me back so | had to live with my sister and two young children and she
became my carer.”

“An individual lost employment due to mental health problems and became
a victim of debt, which was finally resolved when the CAB supported him to
claim for DLA,; this gave him the opportunity to re-focus on getting
appropriate support for his mental health problems.”

“The individual’s girlfriend is a service user that has experienced PTSD. He
has had many encounters with the services offered through North
Staffordshire, particularly the Ashcombe centre, RAID, The Home
Treatment Team and the Access Team. He has had to witness traumatic
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events such as finding his girlfriend on the floor due to an overdose, where
the paramedics were then involved and she was taken to hospital.
Although support is offered in the form of making sure he is okay when at
the hospital, he describes his experience as being lonely and frustrating.

Although services such as the Home Treatment Team were good as they
enabled him to be at home; at the same time, he felt completely out of the
loop with most of the other services. He felt like he was not able to engage
because he was not a patient, but still had to deal with the condition at
home alone without any support. As far as he is aware no direct support
was offered to him, nor was he given any means of seeking it for himself.
When asked he stated that he was unsure where he would go if he
decided he needed to talk to someone about what he has dealt with and
would ‘probably go online’.

He also talked about how it was difficult keeping such stressful and
traumatic experiences away from his family and friends but felt he had to
due to the fact his girlfriend had begged him to not let anyone know, and
the fact he was unsure how everyone would react.”

Awareness - not
realising they
have a problem
and lack of
awareness of
the services
available (GP,
voluntary sector
and individual)

“There is loads of help about but how do you get to know about it? Where
do you go? How do you find out? | am not very good at reading! | don’t
have money for phone calls and besides, | wouldn’t know what to say.”

“Spoke with a gentleman who was extremely depressed and drinking quite
heavily in the evening to help him sleep, he stated he did not see the point
of accessing help as he's still able to work. He also felt there was not
anything anyone could do as this is due to his recent divorce.”

“Service user found out about Stoke Recovery through the RSUH (she was
in hospital due to alcohol addiction), and found out about Changes through
her GP. Through Stoke Recovery she found out about other services and
the Lyme Trust. The service user wasn't contacted by the Greenfield
Centre as she sees a private psychologist so can't see anyone else due to
a conflict of interest. However, she is currently waiting for an assessment
from Lyme Brook (who she was put into contact with by the Lyme Trust).
The service user said that her GP didn't know about Stoke Recovery.

... It could have been better if the information that is out there had been
better in terms of facts and how you can access services. Services need to
put posters in GPs surgeries, hospitals, even on the back of toilet doors!

Service user accesses other services as she still has the telephone
numbers for them, and so uses them when she needs them. She also uses
the Samaritans to keep herself going until she can call the right people in
the morning. The RAID Team gave the service user the number for the
Access Team.”

“... Service user found out about the services from attending training
courses at Arch. Arch put her in touch with New Days and told her about
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other groups.

What went well was that she knew that even if she didn't want to go to a
Resource Centre she could go to the groups that Day Services run. There
are staff members there and she isn't on her own.

It could have been better if she had felt like the staff at the resource centre
had understood mental health.”

“My mental health has got worse recently and | don’t feel as though my GP
understands enough about mental health to be able to support me
properly. There also seems to be little understanding that psychical health
impacts on your mental health and vice versa.

| am unsure how to get into secondary services now but know that | can
contact North Staffs Voice MH for the information | need, but it would be
useful if there was more information on show at GP surgeries and other
community venues about how to access mental health services if you need
to as GP’s don’t have a lot of time to explain things to you.”

“Confusion around what preventative services are available (art therapies,
etc.)’

“Family/friends are unsure if they are able to access support and how to do
it”

“Individual is at Keele university and commutes from Wolstanton. He uses
the student support services and utilises the services available to help
keep his depression under control. He plays American football and is a
member of the men’s rugby team. When asked about being aware of
services available in Staffordshire he said that whilst at the GP he had
seen lots of information regarding numbers to ring in case of an
emergency and was aware of what services the GP could offer if he began
to struggle. However, he was unsure if there were any activities available
such as sports or active therapies that he could use. He mentioned a lot
about cost as he is a student, and said he could not afford to use these
services privately.”

Leaflets and
literature not
appropriate

(Health literacy)

“When they first entered services the service user was bewildered as there
was too much information, or not enough, or the information she was given
was wrong, or she was told of a service but she couldn't access it because
she was still drinking (so she was given the wrong facts). Where do you
go?”

“Individual works in healthcare (doesn’t wish to state where) and has also
been a patient in the past. She explained how she struggled to understand
the leaflets and could not understand why all the information was in one
place.

“It seems like everybody is saying the same things, so why can’t they all be
accessed in the same place.”
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“She understands more about the services and procedures now but puts
that down to having a health care background.”

Helpline
numbers are
not well known
or memorable -
no description
of what services
‘do’.

“Accessing information is not simple.”

“‘Female has just moved to University and does not suffer from a
diagnosed iliness. She has however started to feel down recently which
she understands to be from stresses of academic work and being away
from her family and friends. She has sought help from the Mental Health
team at Keele University and is currently having a few sessions every so
often. When | asked her if she was aware of the services operating outside
of Keele she had no real knowledge. As it stands Keele do not offer a 24/7
service and students may become stuck on where to go if these services
were not open. After speaking to her about this she said that she felt
worried about what would happen if she became ill at night as the only
people who are aware of her recent emotions are the mental health team.
After speaking to the female about her brief time so far in Staffordshire and
Keele she stated that she felt maybe more information should be given to
new students who are coming to live in the area.

*individual was given a full list of information as to what services she could
offer outside of University hours.”

“Individual tried to ring the Access Team number but was unable to as she
was on GiffGaff and unable to ring numbers that are not free. This has
happened several times such as being unable to ring 101 the non-
emergency police number.”

Patient voice
versus ‘clout’ -
advocates for
patients

“An individual was experiencing low mood due to social circumstances,
and struggled for an immediate appointment. The child’s social worker
then telephoned and she was seen within 25 minutes.
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Crisis

Summary

Evidence

Threshold too
high before
being seen to
(crisis point)

Link to
diagnosis

“Individuals feeling pushed out of services due to heavy demand”

“‘Individual has suffered with depression and an eating disorder (Anorexia)
since early teenage years. At first, she was unwilling to share with family
members regarding her condition, however her family had started to
become aware of her issues due to the physical effects the illness was
having on her body. Her family pushed for her to go to the doctors, which
she reluctantly did. However, at the GP, which was the first point of
access, she experienced an upsetting encounter with a doctor.

In the appointment the doctor did discuss how her moods were and her
diet, he however commented that she was ‘not thin enough’ to be given
immediate acute treatment. Although this may have been true, on
reflection it has been made clear that hearing the words ‘not thin enough’
by a medical professional made her feel like she had not reached her
‘goal’, and that she was in fact not in danger.

The reality of this meant that she was indeed flagged as needing help,
which was offered in a form of counselling, but she could continue to her
dangerous habits for several years. The individual also mentions that she
had to wait several weeks for counselling to start and that she feels her
parents were not given enough support and knowledge to enable them to
effectively help at home whilst this wait for treatment was happening. The
individual ended up years later being sectioned and placed within a
specialised unit for individuals with eating disorders, where she spent
around 2 months. Staying in this environment has helped with her mental
illness, however the disrupting effect it has had on work and education she
feels could have been different if someone ‘had taken her seriously and
listened’.”

A&E is not
appropriate
when in crisis

‘A&E is not the best environment for a mentally ill person to visit,
particularly when they are in crisis.”

“Use of Police in a crisis is not the best way of dealing with that situation,
and there seems to be a lack of training of suitable personnel.”

“An individual was taken in an ambulance to A&E following an overdose, in
their nightclothes. They were discharged at 2am and told to make their
own way home. The individual was unable to use a taxi or public transport
so went around to Harplands, but was told to ‘go away’ by staff from the
Access Team. She started to walk home to Cheadle, was picked up by an
ambulance and taken back to A&E, where she was eventually taken home
by ambulance.”

Crisis

“| suffer with mental health problems and need medication. My medications
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intervention for
people with no
fixed address is
difficult, and
they are not
able to navigate
services easily

were well maintained in prison but out here it is a different story!

| was released from prison with no prescription. The doctors here don’t
want to know and won'’t let me into the practice. The receptionist is rude to
me & is not confidential. Shouting across the waiting room! | get really
angry! The pharmacies don’t help me and Harplands is just as bad.

Security is called when | go to A&E. | am desperate and want to go back to
prison to get the help I need!”

‘I had trouble accessing a GP because | was living with my sister, which
was in a different area to my own GP. Eventually my sister managed to
talk to my doctor and | continued to see her and get the medication |
needed.

My sister took me to the citizens’ advice and they helped me to get free
prescriptions and financial advice.”
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Diagnosis

Summary

Evidence

Person centred

biopsychosocial

“Harplands would have been a better experience if staff had listened to
the family, been less patronising to the service user, and considered what
that specific person needed so that they could recover (i.e. rest in their
room). There was very little therapeutic intervention on the ward even
though this was promised.”

“There does not appear to be a holistic approach to a person's problems,
each department does its own thing with little or no communication.”

“| felt my care plans were done to me instead of with me, for example | was
diagnosed without anyone discussing anything with me. Nobody took my
situation or circumstances | had found myself in at the time into account as
they had already diagnosed me. My doctor has queried this as he felt my
diagnosis needed looking at.

Personally, | feel mental health access and treatment is quite arbitrary, in
my experience. The information provided (which is limited) about mental
health of what should be happening when accessing and after has not,
twice in my case. Also, what services are said to provide are in my case
not. This is important so | know what | can access and could have
accessed in the beginning. Especially for my family to know and have
known at the beginning.”

“An individual suffering with an anxiety disorder/depression had been
taken to the Access Team via their University due to concerning symptoms
the individual had been having around hoarding paracetamol (of which
they had overdosed on). The individual states that the treatment he
received at the Harplands hospital was confusing and cold. He felt very
much like he had been dismissed by the team since they repeatedly stated
that he would be okay that night because ‘he had kept himself safe the
night before’. The University staff were unable to stay with him for the
whole duration of the stay, as he had to wait a few hours to initially be
seen. This meant that when he voluntarily left the access centre (which
was not met with resistance) he had no-one to take him back to University
where he was temporarily living. He had started to walk back to University
but due to what he describes as an ‘out of it’ state, he ended up walking
around a local park contemplating what he could do to ‘top himself. The
University had tried to contact him, when he stated what had happened
and what he wanted to do but refused their offer to come and collect him
and help. As a result, out of concern the University rang the police who
ended up picking the individual up and taking him to Newcastle police
station.

At the station the individual was dealt with by a psychologist who then with
the police took the male home. The individual was then assessed to see if
he needed to be dealt with by a service that specialises in people
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experiencing psychotic episodes; however, the individual did not meet
these criteria and was therefore placed under a secondary service and
given counselling sessions.”

Suicidal
thoughts versus
rates and
treatment

“Service user felt very low and had suicidal thoughts. While waiting to see
a Psychiatrist he wrote to Lyme Brook to see if he could get more support,
and was told that he would have to wait for his appointment, which was in
four weeks’ time. He felt that the appointment was rushed and that they
didn’t take time to discuss his problems.”

Access to
history for
professionals -
sharing of
records/care
plans is needed
to prevent
repetition of
experiences

“Although | have been a user for 23 years | have a negative feeling about
the service because of my past experiences. It took 10 years to finally get
a bipolar diagnosis, which | felt was too long as once | had the diagnosis to
work on | could identify my triggers and use medication appropriately.
During my last crisis | was unable to get through to the Access Team. In
desperation | went to the Midway walk-in centre. If | could have just got
someone to administer me a prescription for Risperidone early enough |
would have been fine. However, no one could do that; they were unable to
see my records to confirm what | was saying. Time went on and my crisis
deepened to the point where | had to be sectioned. It could have been
prevented with joined up services!”

“Often having to deal with the system makes patients worse; waiting,
constantly explaining and repeating details and background information,
and feeling rejected.™

“Patients who have left the system are unaware of what to do when they
try and re-enter them”

“Diagnosis, or lack of, can change access”

Lack of
communication
between
services,
especially out of
hours

“At the run up to Christmas, | asked my GP surgery for a prescription of the
anti-depressants four weeks in advance of the holiday; to ensure | had
enough to last me over the break. The surgery did not have my paperwork
that notifies them of changes to my medication, so advised me to contact
Greenfields. | tried on numerous occasions to contact Greenfields about
this, but could not get through (tried for 30 minutes at a time and as |
worked 9-5; | risked getting into trouble with work and | even instructed my
parents to try the same). When | finally got through | was told that a call will
be made to me the following day — no call was made. This made me start
to panic as | had only a few days left of my medication and the Christmas
break was soon to be upon me. My father attended Greenfields on my
behalf and was given a prescription of the wrong dosage...

My GP, being no specialist in the field, tried to contact the on-duty
psychologist (as this was after 5pm) with the Access Team, to no avail. My
GP, on my word (someone who had made two serious attempts on her
own life) had to prescribe me anti-depressants she had no record of me
being prescribed to. This was the only option available to us, as my notes
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had not been updated and the only evidence | had of even attending the
medical centre was my empty packet of medication.”

“More communication between services and service users”

‘Female has just moved to University and does not suffer from a
diagnosed illness. She has however started to feel down recently, which
she understands to be from stress of University work and being away from
her family and friends. She has sought help from the Mental Health team
at Keele University and is currently having a few sessions every so often.
When | asked her if she was aware of the services operating outside of
Keele she had no real knowledge. As it stands Keele do not offer a 24/7
services and students may become stuck on where to go if these services
were not open. After speaking to her about this she said that she felt
worried about what would happen if she became ill at night as the only
people who are aware of her recent emotions are the mental health team.
After speaking to the female about her brief time so far in Staffordshire and
Keele she stated that she felt maybe more information should be given to
new students who are coming to live in the area.

The individual was given a full list of information as to what services she
could offer outside of University hours.”

“Individual highlighted GP access as her biggest issue with mental health
services in Staffordshire. She stated that she had issues with accessing
medication due to the fact she had changed doctors when she moved to a
new house. Whilst her doctors were swapping over medical records she
was unable to get important medication, which resulted in her mental
health rapidly deteriorating in the meantime. She tried to contact services
such as the Wellbeing Team but was told she was unable to use this
service as she wasn’t an impatient and had previous negative experience
with the Home Treatment Team- who she felt treated her with contempt
using phrases like ‘Bed Blocker and so on.”

‘A student at University in Liverpool and has received counselling.
However, when she returns home she is unable to receive any treatment
at the same level due to the fact she has been away at University for so
long. This means that she is only receiving treatments in sections and has
been in ‘limbo’ for several years now. She is unsure how to sort this issue
out as every self-referral to Staffordshire services has a long waiting list
and by the time she is seen, she is back at University in Liverpool. When
asked where she would get the relevant information she would need to
help support this issue, she stated that she was unsure and had already
tried the internet but had no luck.”
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Treatment

Summary Evidence

Health ‘A carer who themselves has mental health needs rang her husband’s
professionals CPN for advice and she was told to leave him. They have accessed social
telling care for help successfully for help. They are not sure about using the CPN
individuals to now.”

I thei o :
pe;\t/r?erselr “‘Another new mum went to the GP after traumatic birth as she was having

flashbacks. The GP informed her to go home, have courage and get rid of
dad as he felt he was not doing enough, and having one partner in this life
is a rarity these days. This person was not happy so booked to see for a
second opinion and was asked to put in a complaint. She was happier with
the second doctor who was very understanding and worked with her to find
suitable medication; she said the length of time it took had added
unnecessary stress, but the medication is helping.”

Treatment is
needs based
and not a
listening
approach

Tendency to
medicalise
conditions

Treatment of
symptoms, not
cause

“An individual felt the medical model was well over used rather than
understanding them as a person”

‘I had my house taken off me by the council. | am a collector and they said
that | was a hoarder and my house was unfit for me to live in. They took
away my house & possessions. | haven’t seen a penny for any of it. | had a
good job as an engineer. Now | have nothing. Social services
couldn’t/wouldn’t help. | now share a stable with a horse!”

“At this appointment | was diagnosed with Dysthymia, a diagnosis that felt
as though the seriousness of my mental illness was not taken into
consideration. In the past few years | had made two serious attempts at my
own life and had history of sexual and domestic violence, so nothing about
my issues felt “mild”.”

“GP only had a basic knowledge and only offered tablets even though the
family were concerned that the service user needed more intervention.
Eventually the GP gave the Access Team's number in case matters got
worse over the weekend. The family rang the Access Team who said that
the problem was physical; again, we didn't feel that the family's opinion
was considered. Staff at A&E were caring, as were the RAID team. The
doctors who were part of the Mental Health Assessment Team were
frightening and arrogant.”

“2011, the GP referred the service user for CBT, who waited 8 months for
6 sessions. This has been repeated several times since, but the individual
sees no long-term benefit from CBT. They also receive some counselling
sessions with Mind and reports as an excellent service.”

“Originally, my needs at the beginning needed to be met at a lower tier as
a carer, however | did not find what was available suitable. | then tried to
access a statutory carers assessment via social care which  proved
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exceptionally difficult, my circumstances and deteriorating health ended up
resulting in a section, for many reasons; my health should never have
been allowed to deteriorate that far, when asking for help with my child’s
needs it should never have escalated to a “breakdown” as that never
needed to happen.

| was sectioned, which could not be explained. | voluntarily went and did
not ask to leave. The risk assessment for my home indicated low risk, and
the admission to Harplands indicated moderate risk due to how others my
respond to me. Therefore, my admission put me at risk and it removed my
safe environment which could have made things worse for me and my
family. There is no access to personal budgets or information for you to
have choice and control over your treatment. Just medication, which | do
not like. | feel very numb, unable to think as clearly as | could and find it

really affects me, however there is very little in terms of “treatment”.
“Acute services are being too heavily used”

“An individual had quite rapidly become depressed over the summer of
2016. Although it was unclear at the time, a previous event that had
occurred the summer before had begun to take its effects on their mental
health. The individual expressed that they felt unable to speak to family
and friends due to their nature. Unable to speak to anyone, depression
slowly started to affect other areas in their life, particularly work and
University. The individual attempted to speak to the GP but was only briefly
offered a self-referral to MIND, and due to what they class as being ‘a
stubborn person’ they felt unable to bring themselves to seek help. This
however resulted in the illness continuing to spiral, which eventually led to
an attempt to overdose. This then lead to hospitalisation, where the
individual was dealt with by RAID and sent home to be dealt with by the
Home Treatment team and given sessions of CBT.

The individual commented on how good both RAID and the Home
Treatment team was in dealing with her after the incident but was upset
that the 15 weeks wait for CBT was a huge ‘anti-climax’ from what had
recently happened that it left her feeling unwanted and with nowhere to
turn.”

“Individual experiences dips and highs in moods. To control this, he uses
exercise as a means of keeping his mental health at a good point.
However, when experiencing stressful periods in life such as University, he
admits that sometimes this balance can be thrown off. In such times he is
aware of the people he can ring and talk to, however he did point out that
he was unaware of any services that offer a lower level of help, such as art
therapy, that you could access to help keep these stresses at bay. He
stated that he felt like there should be more services that stopped people
from building to the point where they need acute services, and if they do
exist then they should be made more obvious.”

“‘People in the medical profession seem to jump to medication. It's not
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something I’'m into so | seem to get stuck on where to go from there.”

“One individual expressed that he felt he was better off helping himself at
the time.”

Consistency of
staff and the
handover
process

“| suffer with depression and anxiety. | referred myself to the GP about 4
years ago. He talked to me, gave me medication and some leaflets for
counselling. | thought about what he said and made an appointment with
MIND. | was given an appointment about 1.5 weeks later. | went for
counselling 2 days per week for 6 months. This was then dropped to one
day per week and then stopped. It would be good to have drop-in ‘top up’
sessions when | need a boost!

| have been attending the Open-Door Drop-in for approximately 4 years. |
also go to sessions at Hanley (Old Court Centre) and St Mark’s Church in
Shelton. | also attend ‘The American’ on Waterloo Road. They organise all
sorts of things e.g. Day trips, Mental Health support, help with your money.
It is open every day 9am — 5pm | think? It is run by Brighter Futures. Quite
a few of us go there.”

“Service user had been in Harplands. For the first couple of weeks
following discharge he felt a little abandoned, and expected to have more
visits from Home Treatment team. After discharge, he had one home visit
after two days, then another after two more days. He was then passed on
to Moorlands CMHT and went a couple of weeks before seeing someone.

He felt that he needed more support during those first few weeks, and felt
he was left to get himself better by going to Rethink for support.”

Home
Treatment
Team

“Individual didn’t want to go into too much detail but wanted to voice what a
great service she had received from the Home Treatment Team. She
states that they were friendly, made her feel valued and enabled her to
leave her house confidently.”
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Waiting Times

Summary

Evidence

Waiting times
for initial
referral, time
between
appointments,
frequency not
appropriate to
the needs, and
follow up

“It would be good to have a Life-Line when you need it; especially when
appointments start to stretch out! This would have really helped me.”

“| feel there is a massive lack of support and pure inadequate support of
the NHS and particularly the Greenfields Medical Centre. | have a long
suffering mental illness, for which | was referred to Greenfields last July. It
took them until October to finally see me, to which they increased my anti-
depressant dose and sent me on my way.”

“If the GP had had more knowledge, the Access Team had arranged to
meet with the person and not just said to attend A&E. If this had happened
the length of time from presenting at A&E to being admitted to Harplands
would, | presume, have been significantly less.”

“Service user accesses Rethink, who phoned the GP on his behalf as he
was feeling unwell, and got an emergency appointment. He referred to the
Access Team who said he would be referred to the Ashcombe centre.

He had an assessment at the Ashcombe centre, who said he will get a
care coordinator and be put on the next Anxiety and Depression Pathways
course. He then waited for 6 weeks, with no further correspondence, and
called the Ashcombe centre who took a message but received no call
back.

He finally got a letter from the Ashcombe centre with a date for the course
to start but also that there are no care coordinators available and no date
of when he is likely to get one. He has an appointment with OT to meet
ahead of the course starting, but nothing about a care coordinator.”

“The individual has yet to be given a diagnosis. They have however been
placed under the Ashcombe centre in Cheddleton. Although the service
she has experienced whilst there has been good, she feels trying to initially
get an appointment and a care worker has been a long-winded process.
She had to wait several weeks before her appointment, and then once she
had finally been given a care worker they then left the practice; she had to
wait even longer before she could start to get into the routine of having
weekly sessions with the same professional.”

“An individual was under the early intervention team and had to go through
three CPN’s before she was given a professional who stayed with her for
more than a few weeks. Not being able to feel stable with an individual
made her struggle to trust the service and in her eyes prolonged the
experience of getting better.”

“Individual has previously suffered with mental health issues but currently
IS not receiving any support. This has been her own decision as she
previously had been given treatment through the Ashcombe centre at
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Cheddleton. She mentions that the services she received were very
beneficial to her recovery but did in fact take multiple years to achieve. She
had to wait around 15 weeks for Counselling through MIND — A self-
referral. Her main issue now is that if her mental health was to dip, which it
does from time to time, she is unsure where she would have to go. She is
unsure if she would have to start again. Going to the doctors and then
waiting for a space, or if she was able to go back to the Ashcombe centre
and receive treatment again.”

Follow ups - call
backs are not
done (Access
service)

“‘Every time | go | am told that | can call the out-of-hours psychologist, but
when | do the call is not transferred, and | am left waiting for a call that is
never returned. This has been when | am at my lowest and in crisis point.”

“A service user collapsed over Christmas with chest pains. At RSUH he
was offered psychological referral while he waited to see a cardiologist.
Lyme Brook rang on Boxing day and offered him a care coordinator; he
then waited until February for an appointment. Struggles to trust Care
coordinator who is very young, and only focuses on the care plan and
making goals like returning to work. He feels he needs regular support to
address issues from childhood.

EMDR was discussed, and he was offered 20 weeks of 1:1 sessions. He
waited 2 months, received a letter for assessment and was then offered 16
weeks of group therapy. He felt devastated as this was not what had been
offered. He went to the group for six weeks and struggled due to social
phobias. He found it very difficult and some people in the group didn’t take
it seriously; others dominated the talking, and people spoke over him and
he felt too shy to contribute much. He wrote a letter to explain why he
couldn’t continue.

He has been referred for further therapy, and received a letter offering two
group sessions ahead of therapy — the wording suggested he will be
discharged if he doesn’t attend groups.

He feels incredibly frustrated and let down by false promises — he was only
ever offered 6 sessions of 50 minutes, but feels he has so many issues
and so much going on for such a long time. He is fed up with having to
repeat his story with each new therapist.”

“A service user has had repeated problems with Moorlands CMHT, such
as long waiting times for assessments, miscommunication, inaccurate
information on her medical record, no care plan, inappropriate sharing of
personal information with a family member, and having blood tests but now
identified as not needing blood tests.”

Access Team
response time
(4hours) is too
long

‘I have been a service user for several years. My last crisis was in working
hours and my care-coordinator got help for me.

I have found getting help post 5pm in the past very difficult. On one
occasion my GP was unable to contact the Access team or the Home
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Treatment team and it was more than 12 hours before | was seen.

On another occasion it took nearly 48 hours to get help, which was through
the intervention of a community nurse who could see | was close to
suicide.”

“Although | have suffered with depression for many years, things got very
bad when | lost my job and my boyfriend left me. My GP referred me by
phone and letter. The Access team turned me away and on one occasion
put the phone down on me. Finally, my ex-husband went with me and | got
treatment and medication.

| don't have any faith in the service and dread the thought of being ill again
because | doubt they will help me.”

“Carers learn on the job with very little support regarding how to cope. Staff
seem to be changing all the time which is often a major trauma for the
mentally ill. Once discharged, it is very difficult to get back in the system.
Often when there is a carer the level of service recedes.”

“One individual reports that his GP was very good, listened to him and
referred him to the Access team. He has talked to the Access team but
they offered no additional help or support. The service user then felt
suicidal, took an overdose and cut himself. He dialed 999 and was taken
by ambulance to A&E. He took the remaining tablets with him, but they
were not taken off him. He saw the RAID team, who were very good but
ended up just giving him some telephone numbers and sent him home with
no on-going support.

He feels that it is a waste of time phoning the Access team if he feels
suicidal as they have offered him no support. He feels he is crying out for
help but is continually being fobbed off.”

“Access team — it depends on who you speak to; some are very patient,
listen and don’t judge, don’t make assumptions seem to want to help you
as a person. Another person makes assumptions. It says on the
individual's care plan that she is getting a divorce, and have referred to
that, stating ‘I'm sure you’ll meet another man’. Recently, she has called
Access team and the phone has rang out with no answer.”




