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Purpose of the report:

This report sets out two proposals to improve the effectiveness and reach of the Trust’s
service user and carer involvement mechanisms and structures:

a) The establishment of a new forum [EPIC — Engaging Patients, Involving Carers] to
provide Trust-wide strategic leadership and oversight of service user and carer involvement,
and

b) Changes to the Involvement Register [IR] to increase equality of access to opportunities
and to widen and increase the Involvement Register membership and activity.

The Trust has a long history of involvement of service users and carers at each level of its
activities — Individual, Team, Directorate/CAG, and Trust wide. This report focuses on the
Trust-wide level and makes a proposal to clarify and strengthen the accountability
mechanisms. To provide context, however, a snapshot is included demonstrating the range
of involvement activities which take place across the Trust.

The difference between service user and carer involvement and public involvement is a fine
one. Service Users and Carers are also members of the Public and members of the Public
are potentially our service users and carers. An example of the way the Trust is continuing
to develop its reach in the public involvement area is the work undertaken by the Council of
Governors as part of the Annual Forward Plan development process when they host events
in each borough to which public, staff, service users and carers all attend and make their
contribution. Nevertheless the primary focus of the new group is service users and carers -
to share good practice and ensure full coverage of mechanisms and structures across the
Trust. The Trust’s Involvement Strategy and Policy needs refreshing and bringing up to date
and this will be a task for the new group.

A very small but important part of the Trust’s involvement activity is supported through the
Involvement Register and its current operation has had some unintended consequences.
This report seeks to regularise the situation by putting in place some rules about duration of
contribution. Further development will be required and it is intended to establish an IR
Management Group to review and put in place other controls and definitions to ensure fair




and equitable allocation of opportunities with the intention of increasing the numbers and
diversity of active IR members.

The need to ensure the range of service users and carers actively involved matches the
diversity of our local communities is another important task to be undertaken by the EPIC
group and IR Management group.

Consultation took place during the autumn last year culminating in a formal feedback
session in November. Following a presentation to the Council of Governors there was an
extension of the consultation for further comments and feedback up to May 9™ 2014. There
has also been a series of reviews around the Involvement Register (including focus groups
and feedback questionnaires in 2012). Additionally there was a series of focus groups and
feedback sessions about how the PPI Strategy/Policy should be developed.

Action required:

The Board is asked to approve the recommendations.

Recommendations to the Board:

The Board is asked

To approve the creation of the Engaging Patients Involving Carers [EPIC] group with
membership drawn from internal service user and carer groups and external borough based
service user, carer and Healthwatch organisations together with appropriate staff. The
creation of this group will provide clear line of sight from the CAG Service User Advisory
Groups [SUAGSs] to the Senior Management Team and the Trust Executive, linkage between
CAG SUAGs and other internal and external bodies working on involvement and with the
Council of Governors as well as increasing the accountability of all participants.

To approve the changes to the Involvement Register [IR] intended to increase the numbers
of service users and carers undertaking involvement assignments through the IR, within the
Trust, by restricting the number of hours that can be undertaken by any individual to 30
hours per month, introducing a two year review and encouraging staff commissioning
involvement activities to put in place mechanisms locally that increase the flow of service
users and carers through the IR.

To note that EPIC will produce an Annual Report to the Board with interim progress reports
to the Senior Management Team and Trust Executive.

Relationship with the Assurance Framework (Risks, Controls and Assurance) and
level of assurance provided by the report - none, low, moderate, high:

The provision of on-going feedback from service users and carers is a crucial aspect of
providing assurance on the quality of clinical care. This report seeks to strengthen this
component of the Trust’s assurance mechanisms.

Summary of Financial and Legal Implications:

The Trust spent in excess of £100,000 per year for the last 2 years on involvement
assignments funded through the Involvement Register. These proposals will increase the
equity of access to this resource and ensure it is spent more judiciously.

Equality & Diversity and Public & Patient Involvement Implications:




An EIA is being developed as part of this review and is identifying areas where there is a
need to increase the involvement of groups within the 9 protected characteristics. This will
be an important part of the work of EPIC and the IR Management Group going forward.

Service Quality Implications:

Service Quality is enhanced by the active involvement of service users and carers at every
level of the Trust — Individual, Team, Directorate/CAG and Trust-wide. The proposals in this
paper will strengthen the mechanisms and structures in this area.




Expanding Opportunities — Increasing Involvement: improvements to patient and
carer involvement structures and mechanisms

Introduction

The requirement for genuine and meaningful patient and carer involvement in services is
well established and understood. Within SLaM we have examined how best to develop this
area, building on organisational strengths and addressing structural weaknesses. In this
respect, two main strands have informed the proposals set out within this paper. The first of
these, a review of the current structures and functions of the Trust-wide involvement groups,
has identified the need for a single group to provide strategic leadership, oversight and
accountability across the Trust. The review was informed by local patient, carer and staff
input, as well as the 2011 NICE Service User Experience in Adult Mental Health report, and
work undertaken to develop the report called An Organisational Response to the Francis
Report, presented to the Board in February 2014. The second strand relates to the operation
of the Involvement Register and aims to address perceived inequality in access to
participation opportunities and in remuneration for participants

This report sets out two proposals for change:

a) The establishment of a new forum (EPIC - Engaging Patients, Involving Carers) to
provide Trust-wide strategic leadership and oversight of patient and carer
involvement, and;

b) Changes to the Involvement Register to increase equality of access to opportunities
and to widen and increase the Involvement Register membership and activity.

Background

The proposed changes will aim to retain current best practice employed within the Trust,
increase the transparency of participation access routes and enhance strategic leadership.
We hope that these changes will enable a more equitable and well-functioning structure from
which to develop a working strategy/policy around Patient & Public Involvement that will
support the Trust’s emerging 5-year Plan.

It is widely recognised, that healthcare providers need to engage with service users and not
simply provide services to them. Increasingly, a more collaborative approach to developing
services is used and SLaM offers opportunities for all stakeholders including members of the
public and local organisations to get involved in shaping our services.

A snapshot review (see Appendix 1) of engagement across the Trust shows how SLaM staff
actively engages with thousands of service users, carers and members of the public;
seeking and listening to their opinions and ideas for improvements. These interactions
happen routinely in community meetings on wards, one to one discussions with service
users and carers themselves and Link Workers; Patient Experience Data Intelligence Centre
(PEDIC) patient experience surveys; or more specifically in organised group discussions,
focus groups and community events.

Additionally, there are a smaller number of more formal opportunities for involvement where
people with lived experience help with recruiting staff, delivering training, participating in
committees, running focus groups, assessing the quality of services or collaborating on
service improvements. This aspect of formal involvement generated one of the issues this
paper is seeking to address. A significant number of involvement activities were undertaken



by a small number of people and, though no ones fault, overtime this led to feelings of
inequality of opportunity.

Issue 1) Over time, whilst the number of people on the Involvement Register has
grown, a relatively small number of people are actively engaged in these more formal
opportunities.

Nationally, there is an increasing focus on transparent, equitable and productive PPI
systems. Within SLaM, over the last 4 years new organisational management structures
have been introduced and with that new local involvement mechanisms. The existing Trust-
wide PPI structures needed to be reviewed in light of these changes

Issue 2) Existing Trust-wide patient involvement structures lacked strong
governance, accountability and the ownership of the senior leadership

The recommendations:
1) Addressing Issue 1: To make the following changes to the Involvement Register and

formal involvement opportunities:

a. To limit the number of hours that any one individual can do to 30 hours per
month

b. To stop paying individuals for time spent when undertaking training

To remove the lowest rate of pay (£7.10).

d. Staff to review individuals involvement and on-going opportunities after 2
years

e. To agree and implement a code of conduct for members of the involvement
register

f. To ensure that all members of the IR are also members of the Trust

g. To set up a management group to oversee the running and further
improvement of the involvement register.

o

2) Addressing Issue 2: To dissolve the existing Trust-wide involvement groups and to
develop one new forum (EPIC - Engaging Patients, Involving Carers) that has a
broader membership, clearer accountability and is inclusive for staff, CAG service
users and carers and external partners.

Our aim is to guide and set standards of involvement to ensure consistency and shared
purpose. The PPl team, PPI Leads and EPIC members will play an important role to make
sure that everyone in SLaM considers patient experience to be their responsibility and will
support and assist them to this end. This report sets out an approach that will provide
appropriate governance and the assurance that the Trust is providing everyone with the
chance to become formally and informally involved and engaged in a positive and safe
environment.

Our Vision, Aim and Objectives for Patient & Carer Involvement

As the Trust develops its five-year Strategic Plan there is a crucial component, which is the
commitment to working in partnership as a primary mode of operation. At the heart of this is
working in partnership with service users, carers and our local communities. The Organising
Framework for the Trust’s Strategy is set out below
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The Strategy is founded on Peer Support and Self Management and it is clear from this that
service user and carer involvement and its systematic application across the Trust is
essential to our 5-year Plan. The Trust has an extensive history of involvement and is
leading the way nationally, for example, in the field of peer support workers embedded in our
teams. EPIC’s role will include supporting the Trust to identify and standardise good practice
across all aspects of involvement in the Trust and ensure we remain at the cutting edge in
this field.

The February 2014 report to the Board of Directors outlined how the Trust is responding to
the Francis Report and identified a model for change that includes four essential elements to
mitigate against the possibility of serious failures of care and compassion happening in our
services. One of these four elements is ‘Working with service users in a spirit of co-
creation and co-production’, and states ‘Increasingly over recent years mental health
services have acknowledged the importance of working collaboratively with service users as
individuals and groups. This ideal has been enforced by successive national mental health
strategies. The Francis report recommends strong collaboration as a key defence against
poor patient experience, and the development of damaging cultures’. That report identified
an action plan for the organisation. EPIC will be involved in setting standards, agreeing
targets, driving and governing co-produced projects.

Our vision requires us to listen to and involve patients and carers so we can understand how
we can best serve their needs as individuals and fulfill our commitments to collaboration in
partnership. The aim is to ensure that the Trust will continue to involve and engage with
patients and carers from all backgrounds in a meaningful way to help deliver, develop and
improve our services. We will strengthen our existing systems so that patient and carer



opinion is listened to, informs us and is part of a two way improvement process
comprehensively across the Trust.

To achieve the Trust’s objectives, SLaM needs to ensure that involvement is as inclusive as
possible. We have an active caseload of 37,000 patients and although some people will not
wish to be involved, our involvement aspirations should be to continually expand
opportunities to capture the opinions and views of the diversity of service users and carers
we serve. The Francis Report drew attention to the fact that ‘patient involvement structures
relied on goodwill and insight to make them work — in Staffordshire this meant they broke
down’. To prevent this, these involvement objectives must be founded in best practice, which
is systematically:

1 To involve patients and carers in planning, developing and where practicable
delivering accessible health services and to improve the quality of care.

f To promote patient and carer involvement, in partnership with health care

professionals.

To ensure accessibility to good quality patient and carer information

To support patients and carers to develop their knowledge and skills so that they can

contribute to service policy development and planning

1 To promote active participation between the Trust and other statutory agencies and
voluntary organisations

1 To support staff to develop their awareness and understanding so they can continue
to contribute to involvement

1 To ensure effective monitoring and evaluation of involvement processes and
structures

1 To ensure that patient experience and involvement is the responsibility of all staff

= =

SLaM’s commitment to involvement and patient engagement means that it is always keen to
make improvements. The Trust Patient and Public Involvement Team and the CAG Patient
and Public Involvement Leads have prepared this paper with support from Human
Resources, following Involvement Register reviews with members and feedback from
service users and carers. Naturally, this process brings out different and sometimes
conflicting views and therefore not all have been accommodated. It aims to describe:

9 The current Trust Wide Patient and Carer involvement structures
1 The mechanisms for making payments via the Involvement Register
9 Proposals to address the issues

Current Trust-wide Patient Involvement Structures in SLaM

Within the Trust, there are currently a number of groups, which are responsible for the
implementation and management of involvement activities. This report is only concerned
with groups that operate at a Trust-wide level. The three key Trust wide groups relating to
involvement and improving patient experience operating across SLaM:

1. The Patient Experience Group (PEG): Chaired by Dr Martin Baggaley, PEG was
initially set up to explore how the Trust could improve its scores on the National
Patient Survey and internal Patient Experience (PEDIC) surveys, and patient
experience CQUINSs. It operated as a stand-alone group.



2.

Trust Wide Involvement Group (TWIG) Strategic: This group was chaired by an
elected service user and co-chaired by the PPI Lead. The aim of TWIG Strategic was
to oversee the development of involvement within SLaM. Membership of the group
included service users who were originally selected as representatives from other
service users groups, internally and externally. The group operated as a challenging
critical friend, holding the Trust to account over a number of PPI issues. The fluid
membership of TWIG and the lack of structural governance within the Trust often left
the group limited in its’ reporting objectives.

Trust wide Involvement Group (TWIG) — Operations: An elected service user and
PPI Lead also chaired this group. The aim of TWIG Ops was to be involved on
service improvement issues identified by staff and service users. The aim was to
follow a co-productive model, to work in partnership with staff to improve services in
the Trust. Some of the projects that the group developed were very successful,
others less so. This again, was due to the limitation around reporting objectives.
Secondly, the lack of strategic governance meant that the TWIG Ops membership
became limited.

Why Review the Existing Patient Involvement Structure in the Trust:
The key messages from our reviews and from a number of national reports (some cited
above) indicates that SLaM needs:

1.
2.

To widen participation;
To challenge the culture of patient experience so it becomes everyone’s
responsibility,

. To improve accountability and linkage between patient involvement structures and

other governance structures within the Trust, and

. To ensure transparency in allocation of opportunities and remuneration for

participation.

Proposals:

To introduce a new ‘flatter’ trust-wide group that is chaired by the Director of Organisation
and Community. This new body will be called the Engaging Patients Involving Carers (EPIC)
Group, replacing existing trust wide groups (PEG, TWIG Ops, and TWIG Strategic). The
new group will meet bi-monthly and have five main functions:

5.

To ensure that all patient experience data, information and involvement activities are
brought together and assessed

To understand SLaM patient experience data (from surveys and focus groups) and
communicate findings and recommendations

To develop and maintain the patient experience and involvement policy that ensures
consistency across the Trust

To support, advise and evaluate all trust wide patient experience priority projects for
CQUINSs and service improvements

To formally report to the Senior Management Team and the Trust Executive.

This new approach will bring the following benefits:

A consistency of style, approach and philosophy to service user and carer
involvement throughout the Trust

Provide strategic coordination and drive



* Provide an effective method of reporting to Trust Senior Management and the
Executive

» Provide fair and robust structures for all PE activities
*  Promote and support each CAG’s SUAG
» Provide professional and supportive governance

» Ensure that the Trust takes responsibility for the task of organising meetings rather
than it falling to individual carers or service users.

+ EPIC will strive to be representative and accountable through its engagement with
appropriate stakeholder groups and organisations to widen participation and
communication, accountability and transparency.

*  We will endeavour to ensure that the succession of individuals participating in EPIC
reflect SLAM’s varied populations.

The Involvement Register

A description of the Involvement Register

The Involvement Register (IR) was set up in 2007 in response to Rewards & Recognition
2006 Guide. At this time, it was felt that people should receive a financial reward for their
contribution to specific work streams. The IR is also seen as a stepping-stone towards paid
employment as part of service users’ recovery journey.

The IR provides payment in recognition for an individual’'s input - experience or expertise - or
tasks undertaken e.g. gathering the views of others. The payment is for ad hoc activities and
is not intended as formal employment. There are three payment rates: £7.10, £10 and £15
per hour. The rate depends on the complexity of the activity.

In 2012, and 2013, the Trust made payments of over £100,000 to individuals through the IR,
the 2014 figure will be over £100k, running at £9k to £10k per month. The number of people
joining the IR significantly increased since its inception however it has not been
comprehensively reviewed.

Currently, there are around 240 people signed up to the IR, which is only a small proportion
of the active patients and carers that we work with. Since June 2013, the number
undertaking activities through the IR has risen from 52 to 68; this positive increase still
means that over 170 members on the IR are not doing any involvement activities. The aim
therefore, is to ensure that the opportunities presented and monies available go to a wider
group of people. The financial climate is challenging across the NHS however the proposed
IR changes are not financially driven.

Table 1 below shows that there are only a small number of individuals who regularly go over
30 hours per month; the aim of the recommendations is to be clear with IR members from
the outset what the boundaries are and to encourage more and more service users and
carers to undertake involvement assignments. A number of changes are proposed to ensure
that the IR involves a widening group of service users and carers who currently and recently
receive services within the Trust. In this way, the Trust benefits from very current feedback.



Table 1: Involvement Register activity over past 9 months

Month Number of Number of Number of Number of
members accumulated  people over accumulated
undertaking hours 30 hours hours
activities
June 2013 52 716 4 206
July 2013 59 894 5 367
Aug 2013 55 667 4 213
Sept 2013 55 660 4 277
Oct 2013 62 722 6 210
Nov 2013 61 777 5 175
Dec 2013 56 645 3 108
Jan 2014 59 635 6 200
Feb 2014 68 790 6 230
Proposals:

1. The process of joining the Involvement Register

Firstly, before discussing any changes it is important to outline two contentious areas that
will remain and why. The requirement to go through the Occupational Health Assessments
will not change, as this ensures that people are offered appropriate opportunities and
support where needed. The process of undertaking a CRB now known as the Disclosure &
Barring Service (DBS) checks will also continue.

Everyone on the Involvement Register and joining the Involvement Register will be issued
with the Code of Conduct and a role description and timescale for any assignment they
undertake. This provides both staff and members of the IR with a clear understanding of
their expectations and where and when the activity starts and ends.

The role of the sponsor/referee, who act as a character reference for anyone joining the IR
will change. The sponsor/referee’s role will be made more explicit, particularly the
expectation that they remain in contact with the service user/carer during the assignment
and provide a source of contact for the IR Management group. The IR Management group
will also work more closely with vocational and volunteering services to provide a wider
range of opportunities for IR members. Another proposal from the Governors is that
everyone on the Involvement Register should also be a Member of the Trust, and this will be
built into the sign up mechanism.

2. Opportunities that can be paid for

Individuals on the IR will continue to receive payment where a specific outcome or
contribution is made e.g.:

o

Delivering training

b. Contributing to meetings

c. Facilitating focus groups

d. Undertaking audits, service reviews, evaluations and/or surveys

e. Taking part in recruitment panels
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(The IR Management group will determine which activities are involvement opportunities and
those activities that best sit elsewhere e.g. volunteering or employment).

The IR Management group will initially clarify what is expected from the role and the skills,
the support and training required. This will provide appropriate matching to the opportunities.
Another change is that attending training will no longer attract a payment as people are
sufficiently rewarded and recognised through the training by gaining new skills and
knowledge.

3. Allocation of Opportunities

In order to encourage wider participation from IR members and increased flow through the
system the following alterations will be introduced:

»  The total number of hours an individual can claim through the IR will be 30 hours a
month.

A There will be a 2-year review period, which will start when a new member
undertakes their first activity. Before the end of this two-year period they will be
invited to a review meeting to include the IR management and their sponsor/referee.
The purpose of the review meeting is for the sponsor/referee and the individual to
explore other opportunities along their recovery journey.

A There will be considerations made for the CAMHs, BDP and MHOAD CAGSs. Firstly,
there are fewer clients from these CAGs who are involved and secondly it often
takes longer for some of these clients to be trained.

A PPI Leads and staff commissioning from the IR will be asked to demonstrate greater
flow through the IR. This will mean that commissioning staff will have to think about
fairness and equality of access. We all have a duty to seek new/more service users
and carers who might make a contribution to and benefit from membership of the IR
as well as helping those who have been active for two years to consider ways of
moving forward in their recovery journey and off the IR.

4. Payment

Two rates of payment will be introduced. A flat rate payment of £10 an hour will be
introduced for all people aged 16 and above. Children under the age of 16 years of age will
be rewarded with a £10 gift voucher. The higher rate of £15 per hour will remain but for the
more complex activities. A strict set of criteria will be developed to ensure that this higher
pay band is used appropriately.

For a very small number of people these restrictions will represent a reduction in hours of
paid involvement activities. In order to help people plan for this change there will be a notice
period of 3 months so that people can make necessary adjustments. Following this period,
the IR Management group will determine which activities are involvement opportunities and
those activities that best sit elsewhere e.g. volunteering or employment. However most
people will not be affected, as for the majority of members this change will work positively by
increasing their opportunity for involvement through the IR. For a variety of reasons, some IR
members do not wish to take any payment from the IR and this will continue to be
accommodated.

The Concerns

An event was held in November 2013 to outline the above proposals. The event was well
supported with over 60 people attending. Feedback was received at the event and from a
range of sources before and since. A number of Service User Advisory Groups (SUAGS)
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(Psych Med, MAP, MHOAD and Psychosis) discussed the draft proposals. There was a
joint-SUAG meeting, which provided challenging and important feedback about the
proposals. There have also been discussions with Healthwatch Lambeth & Southwark, the
Southwark User Council and Croydon Hear-Us. The Central PPI Team and the CAG PPI
Leads wish to thank all individuals who not only attended organised meetings but also
provided feedback through emails, telephone and letters.

Overall, there has been overwhelming support for the proposals to create the new Patient
and Carer Involvement governance structure (figure 1). The Healthwatch organisations from
the four boroughs are very keen to send representatives, as are Lambeth and Southwark
Mind and Hear-us from Croydon. The idea of a Chair from the Senior Management and
direct reporting to the Trust Executive was seen as a very important step forward. The
Council of Governors has expressed an interest in representation onto the new body. There
was some concern expressed about the size of the group and the perception that the Trust
would have more control about the actions and direction for patient experience. Overall, the
support for the development for this new forum is very encouraging.

The biggest concerns were around the proposed changes to the Involvement Register. The
reduction of hours to 30 per month and the 2-year limit caused most concerns. However,
there are only a limited number of individuals receiving payment for over 30 hours per month
(7 individuals) in the last 6 months. Interestingly, since the event in November the number of
people being involved has grown to 68.

The other outstanding concern was the 2-year limit. The original proposal was to remove
individuals from the IR after 2 years. Following the event and further feedback the 2-year
limit proposal now reads. “There will be a 2-year review period, which will start when a new
member undertakes their first activity; just prior to two years from that date, they will be
invited to a review meeting, to include IR management and their sponsor/referee. The
purpose is to explore development including other opportunities along their recovery
journey.olt is important to stress that the purpose of the Review is to ensure that
opportunities are spread much more fairly throughout the membership however each
individual case will be discussed on its merit.

Further Feedback

The proposals were presented to the Council of Governors and it was decided that a further
period of consultation take place and that the Board would consider the recommendations.
A paper was circulated widely for a further 6 weeks.

The paper was circulated under cover of a letter, which acknowledged that many people had
make contributions on the plans to expand opportunities and increase involvement for
service users and carers. Specifically views had been offered at the November 2013 event
and at other meetings and discussions and these had informed the changes to the proposals
contained in the paper circulated.

Recipients of the paper were invited to consider that the final proposals contained in the
paper had responded to the issues and concerns raised and given an email address to send
any further points by the 9" May 2014 with an undertaking to take them into consideration
when preparing the Board Report. A number of helpful suggestions were received and this
paper was revised in the light of them including from an informal meeting with some
members of the Council of Governors that had responded to the letter and report. The
comments were primarily about the need to provide more detail and clarification of the
proposals and how they would be implemented.

12



Recommendations & Timetable for actions

The proposals aim also to take account of the Francis Report. For example, the IR changes
will enable a wider number of service users and carers to become more involved in the more
formal aspects of involvement. The new Patient and Carer Involvement Governance
structure will enable the Trust to be more open and transparent by working more directly and
formally with our patients, carers and partners, whilst reporting patient experience directly to
the Trust's Senior Management Team and the Trust Executive. Table 2 and 3 below,
highlights responses to some of the concerns raised throughout the consultation period.

Table 2

Involvement Register: Proposals, Feedback and Recommendations

Original Proposals

3 pay rates to be reduced
to 1 pay rate of £10

2 year review for all
members

2 year review for all
members

Limit up to 30 hours of
activities per month

Limit up to 30 hours of
activities per month

Limit up to 30 hours of
activities per month

Commissioning staff to
ensure fairer flow of
activities for IR members

Identify demarcation lines
between volunteering and
involvement activities

Development of IR
management group

Feedback

Some activities more
complex

Fear that members
would be asked to leave
the IR after 2 years

Concerns that the
expertise & experience
would be lost

Some members unhappy
about this proposal

Would members be
restricted to the 30 hours
if commissioned by
external bodies through
the IR?

Would the rates of pay
by external bodies be
affected?

What if there is a lack of
skill to undertake
particular roles?

No concerns

Would IR members be

elected to participate

How wiill the IR be

Recommendations

Maintain 2 rates of £10 & £15 per
hour

Each case to be taken on its merit
at review. Staff will aim to share
activities fairly

Provide training for those with
less experience — IR members
could provide coaching

The proposal remains to increase
wider participation and fairness of
opportunities

Yes they would but no member
undertaking any external activity
has ever gone over 30 hours

No change to any pay rates — the
pay rates remain at £10 per hour

We know that there is a range of
clients with wide-ranging skills.
The task for the Trust is to ensure
that we continually find more
people with the required skills

Service user and carer will be
approached to sit on the IR
management group

Funding and future development
for the IR will be planned within

13



Closer working relationship
between IR activities,
volunteering and vocational
services

funded?

Why do new members
have to go through
Occupational Health?
Some members felt this
was demeaning and
slows the application
process

Why do new members
have to have a CRB?
This potentially
discriminates against ex-
offenders

No concerns

Concern about the
pressure on staff whose
roles it may not be to
provide support such as
supervision. There needs
to be a clear structure
where service users on
the Involvement Register
can get the support they
need

A designated manager to
manage the IR

the new IR management group

Occupational Health will remain. It
provides the patient with good
guidance about their well-being
and provides the Trust with safety
assurance

DBS (or CRB) will remain. It
protects the service users, carers
and the Trust against risk. There
are a number of active ex-
offenders on the IR

To be assessed through the IR
Management group

The role of the sponsor/referee
will be expected to provide
support

The IR Management Group to
review

Table 3: Patient and Carer Involvement Structure: Proposals, Feedback and

Recommendations
Proposals

To dissolve the 3 PPI Trust-
wide groups into one

To ensure governance
pathway from SUs and
Carers to Senior
Management Team and the
Trust Executive

Feedback

Supported — questions how

would membership be
defined?

Highly supported

Recommendations
All members would be from

designated groups and
accountable back to them
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Chaired by Director of
Organisation and
Community to eliminate
concerns about favouritism
and elitism

Supported; minority concern
about SU or Carer not being
chair

In any new Trust-wide
structure there is a need to
maintain existing positive
structures and relationships
that operate in the CAGs

Concerns raised about the
number of people attending
may make it difficult to
manage

Suggestions about the name
change and not to call it PEG
as connected with previous
patient experience group

Advantageous to pilot the
new group to assess whether
the new structure works

How will new service users
and carers get the
opportunity to be selected
onto EPIC or onto the IR?

Will the new forum help to
develop a new PPI policy?

Will EPIC explore the steps
for a PPI structural review
across the Trust?

What is the definition of
Patient Experience and
Involvement from the Trust
perspective? It would be
helpful to have a statement
set by patients, public, staff,
volunteers and other parties
as part of the new process.

Director of Organisation and
Community to chair EPIC to
eliminate concerns about
favouritism and elitism and
ensure connection to senior
management of the Trust

The existing patient
experience structures in the
CAGs will remain and be
enhanced by representation
on the new EPIC body

In view of the size, the
meeting will operate
differently to traditional formal
meetings to ensure full
participation of attendees.

The name of the new
body/forum will be Engaging
Patients Involving Carers
(EPIC)

EPIC will be assessed after
one year

The 2-year review will provide
greater opportunities for new
patients and carers to be
involved. The promotion and
support for all services to
develop their own patient
experience group would
enhance the flow-through for
new members

Part of the work-plan for
EPIC will be to collaboratively
develop SLaM’s Involvement
Palicy.

One of the overall aims of
EPIC is to develop Trust-wide
consistency and therefore
this point will be considered

As above, the role of EPIC is
to work in partnership to
develop Trust PPI Policy —
will include work on definition
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The Trust has given a
definition of Patient
Involvement and Patient
Experience can service
users and carers produce a
definition or use the NICE
standard definition

The document set out the
four functions of the PPl New
Forum it focuses on internal
activities. Who will have the
role to oversee and
coordinate external
engagement/ involvement
activities to ensure
consistency on principles
and process?

We are particularly keen that
children and young people
have their views heard and
strongly advise that user-
friendly PPI structures are
strengthened or implanted to
ensure this

How will the representatives
get feedback and be
accountable to their
constituents? What support
from the Trust will be in place
to help them to do this?

Why has there not been a
review of the CAG PPI
structures at the same time?

It was proposed that the new
PPI structure would be
reviewed in a year’s time,
how would this be

One of the main functions of
EPIC will be to develop
consistency of engagement
throughout the Trust

The involvement of young
people has often proved
problematic. CAMHSs are
invited to sit on EPIC. The
proposed roundtables style
will mean that young people
can participate. Further
options to be considered.

People attending EPIC from
groups/organisations will be
expected to feedback and be
accountable to their
group/organisation. The Trust
will ensure that EPIC
information is circulated in
good time. There is an
expectation of two-way flow
of information.

The CAG PPI structure is
fairly young and developing —
limiting the number of IR
hours will automatically
require CAGs to use greater
numbers of services users
and carers. EPIC will
inevitably develop greater
consistency for membership
and patient experience
across the Trust.

There is no decision as yet
how EPIC will be reviewed.
Success of the collaboration
will determine the future of
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conducted? What indicator EPIC and any ideas for

and benchmarking will be review can be determined by
used and how will it be EPIC
decided?

In terms of communications, To be explored this is useful
will the new structure idea

minutes/ notes be uploaded

onto the Trust website?

Suggestion — a new web

platform for the new structure

and CAG Service User

Feedback

The PPI Strategy is referred  The Trust will ensure that all
to in paper however there is  PPI strategies, frameworks
no mention on the intention and policy are linked onto the
to produce or publish a Trust SLaM website. EPIC will work
wide PPI policy Strategy collaboratively to develop a
refreshed PPI policy

What staff and other This is another one of the
resources across the Trust reasons for the development
are available for PPl now of EPIC to generate a greater
and in the near future? Will understanding of patient

any changes be made to experience need.

reflect any of the changes?

To adopt the NSUN EPIC would definitely make
guidelines for service user use of the NSUN guidelines
involvement alongside a number of

recommendations

Itemised budget for service To be explored this is a
user activity useful idea.

A number of points requiring clarification were raised through this second consultation. One
issue was the issue of the Trust’s Service User and Carer Involvement Policy/Strategy. The
current Trust Policy is in need of updating and this would be a piece of work undertaken by
EPIC. Another issue was the need for clarity on how the EPIC would operate and what its
work programme would be — this is addressed in the section below.

The discussion generated by the report also indicated a need to emphasis the range of
service user and carer involvement across the Trust - Appendix 1 contains a brief summary.
This will be further described and discussed to spread learning and good practice as part of
EPIC’s future work programme.

The EPIC work programme

EPIC will be organised in a way that maximises participation in its operation. This means
giving careful thought to the work programme and how it is constructed and agreed. EPIC
and its constituent organisations will be asked to consider what topics EPIC should consider
and this will include suggestions from for example SUAGs, Healthwatch and the Trust Senior
Management Team and the Trust Executive. The meetings themselves will need careful

17



organisation as the membership is large, to ensure that everyone is able to participate.
Meetings will be organised in roundtable format with topics planned and discussion
structured so that everyone’s point of view can be heard and considered.

The intention will be to create an environment within EPIC such that all members feel able to
contribute and collaborate in driving forward improvements and the development of
standards. The aim will be to ensure that as many service users and carers as possible are
actively involved in helping the Trust. As the work programme for EPIC develops it is hoped

that an open ‘Partnership Time’ approach can be adopted whereby meetings are open and
welcoming to all who wish to work constructively in helping the Trust take forward this

important agenda.

The feedback to this report has already generated a number of Topics, which include:
9 Update the Trust Service User and Carer Involvement Strategy
1 Building the map of Service User and Carer involvement across the Trust
1 Sharing good practice of involvement
9 Service user and carer communication in the Trust including social media
1 How the EPIC structure connects to Community Health Teams and the Inpatient wards
9 How young adults will be included into EPIC and its activities.
9 How EPIC will connect and relate to organisations.

The Implementation Plan: The Patient and Carer Governance Structure (EPIC) and the

Involvement Register:

What

When

Who

Report sent to all participants at
the November event including the
SUAGS, the IR members; also sent
to borough based service user and
carer organisations and
Healthwatch/s and staff who
commission through the IR.

Paul Mitchell circulated to Council
of Governors and convened an
informal meeting as requested by
Governors who responded to the
consultation paper

Week beginning 24™ March
2014

PPl Team and Paul
Mitchell

Equality Impact Assessment

On-going live assessment

PPI Team, Equalities
Manager, PPI Leads, HR &
appropriate others

Letters to be sent to Involvement
Register Members notifying them
of agreed changes [subject to
approval at Board on 27" May
2014]

Week beginning 2™ June
2014

PPl Team, PPI Leads &
HR
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The proposals to be implemented
subject to Board approval

Week beginning 9" June
2014

PPl Team, PPI leads

Development of IR Management
Group: Looking at 2-year review,
referee/sponsor role, code of
conduct, definitions of assignments
and projects, volunteering,
involvement & non-involvement
activities etc

Week beginning 2™ June
2014

PPI Staff, HR & IR
members

Initial EPIC members to be
formally invited

Week beginning 2™ June
2014

Director of Organisation
and Community

First EPIC meeting: followed bi-
monthly

Date to be consulted on

Email staff who commission
through the IR

Week beginning 2™ June
2014

PPI team

Recommendations to the Board of Directors

To approve the creation of the Engaging Patients Involving Carers [EPIC] group comprising
representation from internal service user and carer groups and external borough based
service user, carer and Healthwatch organisations together with appropriate staff. The
creation of this group will provide clear line of sight from the CAG Service User Advisory
Groups [SUAGS] to the Senior Management Team and Trust Executive, linkage between
CAG SUAGs and other internal and external bodies undertaking involvement and with the
Council of Governors as well as increasing the accountability of all participants.

To approve the changes to the Involvement Register [IR] intended to increase the numbers
of service users and carers undertaking involvement assignments within the Trust by
restricting the number of hours that can be undertaken by any individual to 30 hours per
month, introducing a two year review and encouraging staff commissioning involvement
activities to put in place mechanisms locally that increase the flow of service users and
carers through the IR.

To note that an Annual Report will be made to the Board as well as interim progress reports
to the Senior Management Team and Trust Executive.
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Figure 1: Internal Patient & Carer Involvement Governance Structure

4 Borough
Staff CAG SUAG Council of Healthwatch Based SU &
Reps Governors Reps Reps Carer
Including Link Organisation
Workers Reps
Engaging Patients
Involving Carers
EPIC
Other Internal
SU and Carer
S;?/gﬁglggy, The Senior Management Team
Carer Group (SMT) and Trust Executive
Staff Service User/Carer External

All CAG PPI Leads 6 [covering
service users and carers];
OT rep X 1;

Psychology rep x 1;
Nursing rep x 1;

Medical rep x 1

Clinical Governance x1
Equalitiesrep x 1

Others as necessary
depending on topic under
discussion

Council of Governors Rep x2
able to contribute to service
user and carer involvement
agenda

1 Rep from all CAG SUAGSs x7

Healthwatch x 4

Borough service user and
carer organisations x 4;
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Appendix 1
Snapshot of involvement/engagement activity in the Trust

Set out below is some examples of patient and carer involvement activities. The aim of
EPIC will be to standardise the excellent practice across all Trust services.

Service and CAG level user involvement

This aspect is thriving within certain parts of the Trust. Service users are being engaged
with, listened to, consulted and responded to in a multitude of ways by committed and
experienced user-focused staff on a day-to-day basis.

Service users opinions are actively sought through the PEDIC surveys and thousands are
submitted and acted upon annually. Service users have also been involved in discussions on
a variety of issues, such as; how they experience reception areas and discharge from
community to primary care, feeling safe on the wards to name but a few. Fora for carers,
service users, focus groups, community meetings, planning meetings, reflective groups,
steering groups, patient stories and more, all help us understand the patient experience on
an on-going and routine basis.

The Care Pathways were developed through involvement of service users, carers and
voluntary organisations, whilst the CAG’s Service User Advisory Groups have become
particularly important and active mechanism for CAGs to engage with service users in ways
best suited to them. Each one has developed differently, reflecting the CAGs’ needs, yet all
are equally important and useful. Each, in time will develop appropriate ways to ensure the
patient experience and voice from their CAG is heard within the new governance structure
and is supported and guided by that mechanism appropriately.

It is also important to note that Protected Therapeutic Engagement Time (PTET) now
routinely happens on inpatient wards and is closely monitored. This daily one-to-one time is
for staff and service users to discuss their own individual needs. All this activity ensures that
SLaM listens to and understands the patient experience and involves them in their own care.
The PPI Team, PPI Leads and the new governance structures will ensure the right support,
assistance and guidance is there to promote this activity to ensure it continues to happen,
happens everywhere and continues to happen to a high standard.

PALS - Patient Advisory and Liaison Service

Around 4,000 contacts are made with the PALS team annually. These contacts are made by
service users, neighbours, carers, friends and relatives, GPs, the voluntary sector, private
referrals, the public, other NHS Trusts, government agencies, private companies, legal
agencies, staff and from people who wish to remain anonymous to us. Because of SLAM’s
national and international reputation, these contacts come from across the UK and
internationally. The PALS team deals with a wide variety and diverse range of issues.

Over half of all the PALS contacts received are information requests. Whilst not clinically
trained the team have strong links with people who are and offer information on an extensive
range of mental health conditions to enquirers. The team also directs people wanting access
to IAPT services and to other services provided by the Trust. PALS also deal with crisis calls
(people in crisis themselves or alerting the Trust to those that are), and contacts from service
users / carers/ GPs wanting referral information; ‘switchboard’ and Data Protection type
calls, and companies and others wanting our infrastructure departments i.e. finance as well
as obviously concerns and complaints.
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The PALS provide a valuable service to the people who contact them and to the Trust.
Through listening and engaging with those who make contact, it provides the organisation
with extremely important information that when used with other data and information sources
gives an insight into the patient experience.

1 Engaging Black Communities

The Mental Health Promotion Team undertakes a number of activities specifically geared to
engaging with black communities service users and carers, for example

Does spiritualising mental iliness help or hinder?

This conference was aimed at engaging faith communities. It was attended by faith leaders’
pastors, ministers, Imams, and reverends from diverse faith communities including Muslim,
black majority churches, Sikh, Quaker, Rasta and Catholic, as well as a large number of
SLaM staff from various levels, service users, young people, parents, elders and community
groups including those who had physical disabilities.

The conference gave a platform for the community to be informed and to have a voice using
a range of methods including interactive role play that enabled emotional and psychological
engagement with the issue of mental health. Challenging topics explored during the
conference included: who to trust, sibling conflict and carers responsibility, stigma of using
mental health services, fear of being misunderstood, fear of losing rights, freedom,
mistreatment, forced medication and inconsistency, the challenge of caring at home,
increased anxiety and responsibility; keeping away from mental health services, the tension
of being diagnosed and self-medicating, living with mental illness and watching your family
hurt by it, and the trauma and cause of the mental illness.

This was balanced with provision of information on how to access services, professional
expertise and information, workshops, a Q&A session, and a panel discussion on ‘is
spirituality and faith more effective than psychiatry or vice versa?’ Meanwhile the young
people ran a workshop on understanding mental health from a youth perspective with adults
who wanted to hear their story. Out of this workshop came the call for youth to have more
time. What made this event so special is that the faith community owned it. The conference
attracted over a 150 people between 2pm and 8pm 13" March 2013 on the Old Kent Road.

Belief kill & belief cure — Youth Wellbeing Conference

This conference was co-produced with the communities by enabling them to offer
contributions, shape the conference, run workshops, promote and present. We sought to
have real understanding of what the issues are for young people and how to engage. We
also had to work with the fear organisations had about not understanding mental health and
young people.

The excellent range of young people focused workshops that ran covered: what does
identity have to do with wellbeing; me and my body; tell it like it is; how to relax; how to talk
about mental health; drugs awareness and mental health; and body maintenance. There
were stalls from specialised projects that enabled concerns to be shared and to provide
information to help understand diagnosis and what to do, with information on the innovative
Wellbeing Website developments and art displaying positive self-image and contributions to
society. Experts informing the community of how to recognise anger and depression and the
types of treatment available complimented this. Young people sang songs that moved the
soul and there were presentations from young people from a school we have worked with
on raising self-esteem in young black boys. In addition, a young person by the name of
Asherine Weston-Frost produced a short film called Admit about her understanding of
mental health and the negative impact it has on families. She held an open discussion
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following the film that engaged children, young people, parents and professionals and which
ultimately received a standing ovation.

This conference ran between 3.00 and 8.00pm in a Greek Church in Camberwell on 26"
March 2014 and was attended by over 200 people.

BME Volunteers event:

An event jointly hosted with MASSADA BME Volunteer SLaM Project which goes onto
inpatient wards at the Maudsley and into BME community projects e.g. Peckham
Befrienders and the Rafiki Project — based at the African Advocacy Foundation whose
volunteers are Mental Health Champions in the wider community.

The event was an opportunity to give key messages to the black community to increase
understanding of mental health and how and why volunteers make a huge difference to the
care and experience of mental ill health. It brought together small communities to show case
how they are helping and getting involved.

This event attracted over a 120 people at the Ortus centre, which included a whole range of
people from service user projects, volunteers, SLaM staff, community projects past and
present leadership and members and ran from 6.30pm to 9pm on 30™ October 2013

Examples of Training offered:

Spiritual and Pastoral Care in mental health

This is a 10-week course designed to attract faith leaders/faith groups. The course runs once
a week, in the evenings, with over 100 people trained so far, and is about to commence its
8" Cohort. There has always been a waiting list with good representation from male, female
and mature adults and, more recently; more young people have started attending.

While the course is open to all faith groups Black majority churches have chosen to seize the
opportunity to learn more about mental health. As a result it has increased understanding of
mental health and where to go for help. It has also started to be a source of volunteers for
the Trust. The course has provided opportunities to develop relationships beyond the course
and increase the promotion of good mental health at other faith events [such as, a women’s
conference, a health conference, church services and funeral services] to audiences ranging
from 50 to 400 strong, in some cases with international impact. The courses have also
increased participation in other community events and training programmes.

Introduction to the Values and Principles of Adult Social Care

This training includes cultural competence and is part of a volunteers programme recently
accredited and run by MASSADA. It engages BME people from diverse professional
backgrounds and people who have lived experience of mental illness who wish to volunteer
in mental health services. The majority of participants are from African Caribbean and
African backgrounds. Saturday courses often have up to 26 people; and ultimately reach
people on wards, carers, families, staff and projects within the community.

1 Research and development work
1  Wheel of Wellbeing promotion
1 KHP Happier at Work Programme

23



The Recovery and Social Inclusion Board

The Trust has had a Social Inclusion and Recovery (SIR) Strategy for a number of
years. The SIR Board is chaired by Gabrielle Richards, Head of Occupational Therapy
and Lead for Social Inclusion and Recovery. It meets on a quarterly basis and
overseas a number of work programmes that aim to promote recovery, social inclusion
and mental well-being for the benefit of service users and the wider population in line
with the key priorities in the Trusts overall strategy. The SIR Strategy has been the
vehicle for implementing these priorities. Implicit in all of these strands of activity is the
principle of co-production and involvement from service users, their supporters and
carers.

For the past 4 years the Trust has been involved in a national network called IMROC
(Implementing Recovery through Organisational Change) which identify ten key
organisational challenges that represent the key areas of change required in the
practice of mental health workers, the types of services and the culture of
organisations. The SIR Board has used these challenges to frame the focus of their
work for SLaM to become a more recovery-oriented organisation. The Challenges are:

Changing the nature of day-to-day interactions and the quality of experience
Delivering comprehensive, user-led education and training programmes
Establishing a “Recovery Education Unit” (Recovery College) to drive the
programmes forward

4. Ensuring organisational commitment, creating the “culture”

5. Increasing personalisation and choice

6. Changing the way we approach risk assessment and management

7. Redefining user involvement
8

9.

1

wN e

Transforming the workforce
Supporting staff in their recovery journey
0. Increasing opportunities for building a life “beyond illness”

SLaM provides many opportunities for service users and carers to become involved
and contribute in a variety of ways many of which are illustrated through involvement
in Trust activity, which is reflected in the 10 organisational challenges. These vary in
both character and scale and are continually increasing as the Trust seeks to
establish recovery-oriented services as the norm. In a large and complex
organisation undergoing continuous and significant change it is not a straight forward
operation to capture the full extent of the opportunities for service uses and carer
involvement as there is a wide spectrum of activity some seen, much unseen. The
following are some examples of involvement.

The SLaM Recovery College www.slamrecoverycollege.co.uk

The College delivered its first 2 weeks of pilot courses in July 2013. SLaM service
users and carers had already played a major part in the delivery of Education and
Training programmes through such initiatives as SUITE but the establishment of the
Recovery College has provided opportunities to co-produce and deliver educational
programmes which recognises professional and lived experience expertise. The
College is providing an employment route for people with lived experience and an
educational model of staff, service users, their carers and supporters of learning
together as students that focuses on self-management, skills building and prevention,
underpinned by the values of hope, control and opportunity.

A second programme ran from Oct to Dec 2013, which built on the number of
courses and venues. The Recovery College formally launched with the Spring-
Summer term 2014 commencing on April 29". The programme has expanded to 38
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courses and workshops (some repeated) in 9 venues across the Trust. Two weeks
into the term there are 186 people enrolled and approximately 650 places on courses
booked (75% of courses are already fully booked) including 20% of bookings from
staff. There is significant interest in the College and it is growing.

Volunteering

SLaM currently provides opportunities for service users and carers to contribute
directly to the delivery of services as volunteers, undertaking administrative and other
skilled tasks that are of mutual benefit to them and the service they support. There
are a number of initiatives and it is only in the last 18 months that we have been able
to develop sound governance, training and reporting structures with the advent of a
coordinator role across the Trust. The post holder has worked with services to
develop suitable volunteering opportunity and is linked in with KHP. There are over
300 people registered through this scheme, and approximately 40% of these
volunteers have lived experience. The demand is growing and evidence is being
gathered to identify destinations of those who have volunteered e.g. routes into
employment.

Peer Support

Peer support is provided through a number of routes and mechanisms. We need to
work on identifying what we as an organisation mean by peer support and how we
intend to develop it. Some roles are paid and others are carried out through
volunteering or informal peer networks. Some are offered as part of SLaM services
and some are offered through other agencies. It is a wide spectrum of provision and
activity, often unseen and unreported. As described at the Executive meeting (7/5/14)
there is a desire to increase peer support activity and in particular peer support
workers within the Trust as a way to demonstrate the Trust’s commitment to having
peer support and self-management as one of its foundation building blocks. We do
collect data on what peer support there is in the Trust for the Quality Account but the
figures are limited to the positions directly supervised by Trust staff with responsibility
for the activity concerned, or to activity that is funded by the Maudsley Charity to be
carried out by a partner organisation for the benefit of service users. Over the past
year there has been a steady increase in peer support as defined above, but the
numbers remain small (see quality account Q4 2013-14). However we recognise this
does not fully capture the true extent of activity both formal and informal.

In summary, it is important to state these are only a small number of examples of the
range of involvement opportunities for service users and carers under the auspices of
the SIR Board. Equally the issue of sustainably and mainstreaming is significant as
both the Recovery College and the Volunteer coordination are limited Charity funded
projects yet crucial to supporting the Trust strategic plan to include peer support and
self-management.

Audit

Over the past 10 years there have been ongoing audits undertaking within the Trust
through the Clinical Governance Team. Some of these audits include service users
and carers. Examples of the audits with patients and carers include:

1. Patient Information: Including inpatient information trolleys and
information stalls throughout a number of GP Surgeries

2. Service culture

3. Food and Nutrition
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Example of involvement work from 2 CAGs
MAP - involvement: 2013/2014

E.g.: Substantive posts, > < 12 people
Paid Trainers, VVolunteers .
Service
Delivery
E.g.: Advisory groups,
Involvement register > < 18 people

%F;S”mgvlf:ézs Contributing to improvements or
groups etc, developments 600 people
Giving Feedback - *
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Psych Med Involvement 2013/14

E.g.: Substantive posts, 25 people
Paid Trainers, VVolunteers .
Service

Delivery

E.g.: Advisory groups, ... Facilitating
Involvement register involvement,

supporting
management

15 people

Open events,
forums, focus
groups etc.

Giving Feedback - 2350 bits of
foadharls
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