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Foreword: This publication has been made possible through the feedback received
from service users and family carers who have trusted us to share their very personal
lived experiences of NSFT services. Thank you to everyone for your time, involvement
and feedback, they have all been invaluable and will make a difference.
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Making Our Voice Count

Suffolk User Forum (SUF) is the main charity that represents the independent voice of
mental health service users in East and West Suffolk. Part of our work is to gather, collate
and analyse service user and family carer feedback to promote service improvement, by
ensuring commissioners and service providers receive and respond to the lived experience
of their services.

In late September 2020 SUF received a request from the Care Quality Commission (CQQ)
for service user feedback about the mental health services provided by Norfolk and Suffolk
NHS Foundation Trust (NSFT).

The request was made because the CQC is planning its next inspection of the Trust, which
is currently rated as Requires Improvement.

Listening to service users and family carers views about their experiences of receiving care
and support from NSFT can help inform CQC about the impact of the efforts made by
NSFT to improve the quality of mental healthcare provided by the trust since its previous
inspection in October 2019, alongside identifying current problems, themes and concerns
that people have about the quality of services delivered.
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This report provides feedback to the Care Quality Commission on NSFT services for the
period 1st November 2019 to 8th October 2020. Since the last CQC inspection SUF has
received and analysed over four hundred pieces of feedback.

Feedback has been received through our engagement work with service users,family
carers, SUF community members, our mental health advocacy and from other contacts as
well as through information/signposting. SUF receive feedback via phone calls, virtual
meetings, email, social media and via our online feedback form.

Some service user experience has been received online, and this can be made
anonymously, however most people do provide personal information for further contact
with SUF. Where anonymised feedback is received this is reviewed to ensure it is based
upon a genuine experience of using NSFT services.

All feedback is anonymised prior to publication. For the purposes of this analysis, some
feedback received has been excluded. This includes experiences that clearly relate to
receipt of NSFT services prior to the last CQC inspection of the services in October 2019.

As with all our reports, our analysis is based on up-to-date comments from a broad range
of service users and family carers. Our conclusions are evidence-based, objective,
balanced and fair.

We have been publishing our feedback from service users and family carers in our
quarterly report called Making Our Voice Count since 2019.

By connecting areas of individual feedback together, we have drawn together the key
themes and emerging trends for people receiving NSFT care and services during this
period.

This report also draws upon sources of evidence gathered during SUF's wider role in

supporting service users, coproduction and working as a coproduction partner for mental
health transformation in East and West Suffolk, known as #AVeryDifferentConversation.
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About our Feedback

For the purposes of this report, our feedback is categorised in the following ways.

POSITIVE - Where people have reported their experiences as being positive, helpful, and
meeting their needs

NEUTRAL - Where people have shared views that are neither negative or positive, but are
more of an observation on a service, an idea for development or
recommendation for best practice.

NEGATIVE - Where people feel they have not been listened to; that the quality of care or
service has been poor or has not fully met their needs or expectations.

This report contains statistical information, alongside some anonymised personal stories
which describe people’s experiences and views.

Where we have received a range of feedback about a service, with stories that describe

both positive and negative experiences, we always reflect the range of experience by
sharing as many personal stories as possible.
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We also provide feedback on specific areas of involvement and coproduction, where
service users have successfully helped to shape and develop services for the better and
where our voice has made a real difference.

This report is set out in six main feedback areas. At the end of each section we have
provided recommended outcomes that reflect the most important elements of
personalised care and support, written as ‘I statements that describe what good care
and involvement looks like from an individual perspective.

By personalising the service user and family carer experience we seek to encourage and
support NSFT staff to think about the care they are providing and to evaluate how NSFT's
aspirations are being met and identify what needs to change. The 'I' statements can form a
basis for a really good conversation in Care Groups and locality forums to focus on making
things better, supporting coproduction and embedding a truly personalised approach to
mental health care in NSFT.

At a glance summary:

In total, from 1st November 2019 to 8th October 2020, 457 individual experiences have
been gathered from people using or volunteering in, NSFT services and/or their family
carers, providing 406 areas of specific feedback.

29% are positive, 13% are neutral or mixed and 58% are negative.

Difficulty accessing services has been a recurring problem. Whilst service users
acknowledge the pressure that COVID-19 has put on staff, it is important to recognise that
access problems long pre-date the pandemic and have shown no improvements since the
last CQC inspection.

Whilst many have recognised the success of the First Response Service (FRS)
commencing on 15th April 2020, having been delivered at pace in the early weeks of the
COVID-1g9 lockdown, some people are continuing to find the crisis support they need is not
there and this continues to be problematic for some, particularly for those already in
receipt of services.

However, in the last quarter, there has been a marked increase in positive evaluation of

service quality to the extent that positive and negative feedback is almost equal for this
reporting period.
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This is a noteworthy improvement but is not yet consistent. If this trend were to continue it
would imply that the quality improvement initiatives introduced by the Trust are having
some effect.

A similar up-tick has been seen in feedback about service user participation. Whilst service
users have described many examples of poor participation, we have also collected
examples of good practice. Although this improvement has come from a low starting
point, there are some tentative signs of service user and family carer participation being
taken seriously and it is to be hoped that this marks the start of a cultural change by NSFT.

Service User Feedback: 1st Nov 2019 - 8th October 2020
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Access/Unmet Needs

1. NSFT professional response to
service users during the COVID-19
lockdown.

SUF would like to recognise the efforts of
many front-line staff in keeping service
users safe since 23rd March 2020.

We have received positive comments about
the kindness of staff and some service users
have stated that they have received very
good and regular support from NSFT staff
during the COVID-19 pandemic.

This communication and regular contact
has been supportive and worked well for
people, offering reassurance and
connection.

¥4 Access/Unmet Needs

Opinion of Services from
75 pieces of feedback

Access/Unmet
Needs

B Positive (8%)
Neutral (15%)
Bl Negative (77%)



Positive feedback that recognised the commitment, helpfulness and support given by
NSFT staff during the COVID-19 lockdown includes:

They were in good spirits considering the circumstances...the staff are taking great risks
(more risks than normal) delivering their treatment to service users.

Service user who has volunteered for NSFT for a number of years stated that they were
appreciative of staff in NSFT, as they have been receiving a phone call each week from a
NSFT staff member since COVID-19 started. They felt valued and cared for.

Phones were answered quickly at both Bury North and Bury South Integrated Delivery
Teams (IDT’s). | was put through to who | asked for. | insisted | talked to a Doctor every

time and | was always put through. Reception staff were knowledgeable as well and
polite.

Whilst some service users reported having experienced a very good relationship with

their care coordinator prior to the COVID-19 lockdown, they reported this significantly
changed after the 23rd March 2020.

Service users stated they received no contact at all from their care coordinator or lead
clinician, leading them to feel very forgotten by the service that was treating and caring
for them and their mental health needs.

Negative feedback highlighted the additional worry and frustration caused when trying to
contact care coordinators and NSFT clinicians includes:

I've been having sessions with a psychologist, | thought they were really useful until it
moved to telephone contact only because of lockdown. Since then it’s just been CBT which
I've done before, | haven't enjoyed it much.

| have been with my care-co for 10+ years, we get on well, but | have to say I'm really
disappointed that he has not contacted me for over 3 weeks now, especially since we are
in lockdown.

I had a hospital stay last summer and my care coordinator has been supportive since with

regular calls. | don't know why I haven't heard anything and it’s such a hassle trying to get
hold of him.
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| still haven't heard from my care coordinator, it's been nearly six weeks now, | feel so
abandoned, | know we are social distancing, but a phone call would be good.

I called and left a message for my CAT therapist to call me last week, she only works on
Tues/Weds, | was seeing her reqularly before lockdown but have had only one call since.

I had a missed call on my phone from my care coordinator at 6:45pm, | was in the shower,
as | expected her to call in work hours, | have no message facility on my phone and now
I will have to wait till next week to see if she calls.

I'm really fed up with my care coordinator. | have only heard from her once before during
lockdown and had to leave messages for her to call me. She didn't seem interested in how
I was doing, she just kept telling me about the muffin she was eating and how wonderful
it was. I still don't know when or if | will be seeing her again, | just feel this is really not
good enough.

I am concerned that in Mental Health secondary care there is not a lot of contact with
service users at the moment.

Perhaps | am being unfair given the lockdown and COVID situation, but people are not
hearing from their care coordinators and are feeling unsupported with everything that is
happening.

X has been asking for meds check for several months now. Her counselling has come to an
end and the therapist has left. She has no care coordinator but has had no contact from
IDT. X said she wished that they would make the call and not expect me to call all the
time. When she does call, she is not getting a call back as there is never anyone there she
can talk to. Felt she had benefitted from the counselling

2. Digital Inequalities

As many organisations, including the voluntary sector moved to more virtual support
offers, a small number of service users and family carers raised concerns about digital
inequality. Some found NSFT phone appointments very difficult to manage, as they said
they relied on seeing and reading nonverbal communication for reassurance and
understanding. Two people stated how disappointed they were that the Recovery College
remains an on line resource only and stated that this excluded those people who do not
have smart phones or other equipment, including Wi-Fi or the money to buy more data.
They preferred face-to-face contact. It is recognized that digital inequalities are a system
wide issue, however NSFT should give due consideration to these factors when
establishing care plans and service user support and treatment options.
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3. Communication with Care Coordinators, Clinical staff and NSFT services

Accessing support and unmet needs remains consistently one of the largest feedback
areas upon which we receive the highest number of negative feedbacks from service users
and family carers. This has not improved during this reporting period. Itis also a
long-standing problem that has been included in previous SUF feedback and partnership
reports, including the Healthwatch Suffolk Patient Experience Report (Sept 2018 to July
2019).

Service users consistently continue to report difficulties contacting their care coordinators
and NSFT clinical staff, highlighting that they fear phones will not be answered. They also
state that when phones are answered, frequently the person they need to speak to is not
available, often they are told they are in a meeting. Further that even if they leave a
message requesting a call back, the NSFT professional does not return their call.

Service users have also reported that appointments have also been cancelled at short
notice, sometimes not at all until hours after the appointment due time.

It is very distressing, there is a constant fear that the phone will not be answered. Even
when the phone is answered, the person you need to speak to is rarely there, they are in
meetings; it can take days for a call back, if that happens at all.

I have had had three psychiatrists appointments cancelled, attended last Friday for a
midday (12 pm) appointment, was told at 12.25 pm that the appointment would not be
happening as the clinic was running late and there was no time to see me.

It is very distressing, there is a constant fear that the phone will not be answered.

Why does it take so long for a call back from the out of hours crisis team? | called last
night (November 2019) at 9 pm and did not get a call back until 10:55 pm. Anything could
have happened in that time...I'm scared and frightened, I'm not sleeping; I'm thinking of
suicide all the time, at least 50 to 100 times a day.

It took nine calls to finally get to speak to someone in AAT (Access and assessment Team).

Why does everyone have to go into the meeting at the same time (IDT Ipswich) | needed
to talk to someone anyone but there was no one.

I don't understand, | had an appointment booked with my care-co on Tuesday, so assumed

she would call me instead, but she didn't, | heard nothing. | don't feel this is good enough,
she could have sent me a message. ”
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4. Experiences of Psychiatric Liaison at Emergency Department

SUF continues to receive negative feedback about the response provided by Psychiatric
Liaison at Ipswich hospital.

The access and unmet needs associated with this NSFT service are detailed in the Crisis
section of this report.

Suffolk User Forum Recommendations
For Improved Outcomes

1. | know that | will be told how I can contact the person or team responsible for my care.
2. I know I will be told who else I can contact should my clinician be unavailable.

3.1 know and trust if | leave a message, | will receive a call back in a timely way.

4. I know who to call if my mental health changes and | enter a crisis.

5. | know that if other teams in NSFT also provide support for me, (such as Home
Treatment, First Response Service, crisis care, and inpatient care) they will inform my

lead clinician/or care coordinator and ensure continuity of care.

6. | know that my treatment plan and appointments will take account of my specific needs.
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Complaints

The way in which NSFT staff manage
service user and family carer complaints
has been a long-standing issue, particularly
for East Suffolk.

We received 13 pieces of feedback about
the way in which NSFT managed people’s
complaints, none of which were positive.

People overwhelmingly felt unheard and
not understood in the complaint process,
stating:

In NSFT the customer is always wrong.

As | stated at the start, no one will ever
believe a service user over a service
provider, and this is why things only will
get worse.

Opinion of Services from
13 pieces of feedback

Complaints

B Positive (0%)
Neutral (8%)
B Negative (92%)
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NSFT needs to learn from the past and stop making the same mistakes.

When a service user wants to make a complaint, they just want to get a clear explanation,
they want someone to sort it and say sorry.

Service users and family carers report that the main reasons for their complaints are
related to staff attitudes and communication, as can be seen by the high number of
negative feedbacks and concerns in the access and unmet need section of this report.

The impact of staff not listening to service users can result in service users losing
confidence that they can and will get help for their mental health needs, particularly those
living with traits of Emotional Unstable Personality Disorder.

Itis still leading to a cycle of initial referral, assessment, care coordination, in which the
service user feels unheard; discharge for ‘non-engagement’, extreme frustration, a loss of
hope that anyone can help, followed by a worsening of mental health and a re-referral
back into NSFT.

As an organisation SUF is concerned that service users with high levels of mental health
need, continue to be discharged for alleged ‘non engagement’. In all instances reported to
us, the first time service users know about their discharge for this reason, is that they
receive a letter from their care coordinator or are informed by the GP that this decision
has been made. In the many conversations we have had with service users who have
experienced this, the common issue they raise, is that they had not felt listened to by their
care coordinator; they have not been able to coproduce their care plan, in a way which
enabled them to prioritise their most immediate needs; resulting in care coordinators
directing their care plan and focusing on areas that they did not feel ready for, for example
employment and attending the recovery college.

In some instances, service users have reported to SUF that they have just felt so unlistened
to; that they have been unable to feel they can trust their care coordinator. They have
asked managers for a change of care coordinator in the hope they may establish a more
helpful care coordination relationship but this has not been supported, resulting in the
discharge for non-engagement letter. However, service users have felt the issue is that
they have not been listened to and then lose hope for getting the support they need.
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They all report that the issue of ‘non-engagement’ was never discussed with them so they
are left feeling even more unheard, distressed, and angry at how they have been treated.
This contributes to a deterioration in their mental health and then a referral back into
services. Service users have stated 'l have been dropped by mental health services’, ‘I have
just been left by the wayside’. In two people’s journeys through NSFT services SUF has
supported the service users with over 85 contacts, calls and emails to help them navigate
the NSFT systems, supporting them to be heard and listened to.

Service users have stated that they experience NSFT staff as being defensive about
complaints. They would like NSFT to ensure all staff work in an open way, whereby staff
are comfortable and welcoming about receiving both positive and negative feedback.
Where staff listen to people’s experiences and concerns and feel confident to respond
quickly to resolve these at an early stage.

SUF recommends that NSFT staff need to have a greater curiosity about ‘non
engagement’ and that this is seen as an opportunity to be curious, to actively listen to
service users views and to respond accordingly. There should be no letter discharging for
non-engagement, as the duty is on the professional staff to support people to be able to
access the help they need, taking into account any reasonable adjustments that may be
necessary, due to the individuals mental health needs, thus providing kind and
compassionate care.

We are aware that the Waveney Care Group has recently promoted a new Quality
Assurance (Ql) Project for improving the complaints process in their locality, called ‘Talk to
Us First’. This aims to give people an opportunity to discuss their complaint with a panel of
trained service users, family carers or Peer Support Workers. The expectation is that this
panel will then be able to resolve their concerns, saving the service user or their family
carer the stress of making an official complaint.

Whilst the motivation of this is well intended, service users and family carers in Waveney
who are SUF members have raised concerns about this, questioning how this panel will
work. They want to understand more about how the panel holds staff to account in the
complaints process and have wanted to understand more about the governance of the
panel, and whether complaints dealt with by the panel will still be included in the trust's
complaints statistics and reporting.

They have also stated, that they want a simple process where their concerns are
responded to by all staff, establishing yet another bureaucratic system is unhelpful, and
does not reinforce to staff the need for them to listen and value service user/family views
and experiences, or to take responsibility for ensuring they address concerns at the
earliest opportunity.
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ltis important to note that where we have seen positive feedback about service users’
problems and concerns, it is where staff have clearly listened and responded to what has
been requested and said. Both service users and family carers have commented on how
valued they felt to experience staff really listening to them and changing their care plans or
contacts to better meet the individual's needs. This shows that individual responsibility and
a desire to listen and respond is the most helpful process for people. It is a relationship
transaction that values people’s views, demonstrates active listening and reinforces a
developing therapeutic relationship.

In early 2020 SUF received information about several serious concerns regarding staffing
levels and patient safety at Wedgwood House. We addressed these with the NSFT Chief
Executive, Jonathan Warren, sharing our concerns with the Care Quality Commission and
key partners in Suffolk, including Healthwatch. The details of these are not shared in this
report in order to maintain the anonymity of service users.

As an organisation we were very impressed with the Trust's senior leadership response,
which was inclusive of SUF as an organisation and which enabled a very clear, accountable
response. The Rapid Improvement Programme instigated at Wedgewood House, which
included the appointment of a new senior management team at the inpatient unit has led
to some very significant improvements, improved staffing levels and increased service
user participation, enabling a good level of inpatient service user feedback to be obtained
on a weekly basis through the role of the Supportive Friends. This involved group of service
users continue weekly contact with the SUF advocate. Their involvement has seen a
significant rise in positive feedback from service users who are inpatients at Wedgewood
House. We would like to recognise the significant and developmental improvements made
by the committed staff and leadership at Wedgewood House.

Overall service users would like complaints systems to be as simple as possible; where they
can trust that its safe to raise issues at the earliest opportunity, where staff listen, the NSFT
systems are flexible enough to accommodate people’s needs and staff help to resolve
problems. Service users, raising wider organisational issues, say that they want to know
that their experience and complaint has made a difference, leading to trust improvements.
They have stated that complaints are a helpful process through which to make
improvements; that a successful response to a complaint is that the Trust understands the
underlying reason for the complaint, has identified the change that is required to address
the complaint, has kept the complainant informed of the change arising from the
complaint, valuing the way in which their feedback and concerns has made a difference.

Service users would like a ‘no wrong door’ open and accessible complaints service that
does result in positive change from complaint learning.
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Suffolk User Forum Recommendations
For Improved Outcomes

1. | feel confident to speak up.

2. | felt that the process for making my complaint was simple.
3. | felt listened to and understood.

4. | felt that making my complaint made a difference.

5. I would feel confident in making a complaint in the future.

Complaints
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Crisis Care, First Response
Service, Psychiatric Liaison and
Suicide Prevention

Historically SUF has always received a high
level of negative comments about crisis
care. In this reporting period we have
received 37 feedbacks about crisis care, of
which eight people reported positive
outcomes and feedback, and 23 negative
experiences.

1. Crisis Care provided by Access and
Assessment Team

Prior to the commencement of the First
Response Service, we continued to the
receive concerns about how long it took to
make contact with the Access and
Assessment Team (AAT) and issues related
to how long people had to wait for a call
back from this team.

Opinion of Services from
37 pieces of feedback

[ Crisis Care, FRS, \
‘ Psych Liaison & ,
Suicide Prevention
\ /

/

B Positive (22%)
Neutral (16%)
B Negative (62%)
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Why does it take so long for a call back from the out of hours crisis team? | called last
night (November 2019) at 9 pm and did not get a call back until 10:55 pm. Anything could
have happened in that time...I'm scared and frightened, I'm not sleeping; I'm thinking of
suicide all the time, at least 50 to 100 times a day.

It took nine calls to finally get to speak to someone in AAT.

I was on the receiving end of extremely poor treatment from the crisis team. And the lies
that were told were horrendous. I nearly died.

2. Service user feedback about the First Response Service (FRS)

On 15th April 2020, the new Norfolk and Suffolk NHS Foundation Trust's, First Response
Service (FRS) went live, offering a free phone number to the public, professionals, and
voluntary sector for mental health 24/7. This was in response to a request from NHS
England to provide mental health advice, guidance, and support during the pandemic.

Many service users in East and West Suffolk were aware from the mental health strategy
2019-29, that there had been work to develop a NHS 111 option 2 for mental health in East
and West Suffolk and when it was launched commissioners were clear that many of the
proposals for the 111(2) has been included in the model for the FRS. Service users
welcomed this new 24/7 FRS support line.

There were some initial ‘teething problems’ that lead to some negative feedback in late
Aprillearly May 2020.

Service user said they had called the NSFT helpline to be told to call her Integrated
Delivery Team (IDT) the following day, as the IDT would be able to answer her questions.
On calling the IDT, they were not able to help her, so she felt she was being batted
backwards and forwards again.

The music when waiting for the FRS is an issue, it’s not soothing or calming and if you are
waiting a while you just feel like putting the phone down.

The music they play when you are on hold was not good or soothing and nearly made me
put the phone down as it wasn‘t good at all.

Crisis Care, FRS, Psych Liaison and Suicide Prevention 18



Service user said that he had hit rock bottom again and had tried to use the NSFT Helpline
number given to him. He tried between 9 and 10 pm on 21st April for approximately half
an hour but couldn’t get through. He said the phone line was constantly engaged. He
managed to speak to the Samaritans.

I called the NSFT new helpline again this week, he told me | shouldn't call it as | have a
care co, | should only call her, that's not fair | thought the line was for everyone, they
didn't say that last week when | called.

Alongside some of these initial issues, SUF received several very positive feedbacks,
particularly acknowledging and reporting the kind and caring attitude of the call handlers
at the FRS. This is very positive and the staff providing this supportive and listening
approach are to be commended. It is so positive to hear that service users have been able
to talk openly about their worries and fears, and to be supported in a helpful and calm way.
We recognise the Service Director’s views that the FRS staff are outstanding and
understand the sometimes pressured environment in which they work, supporting worried
and distressed people as a first point of contact for mental health care, signposting and
support, particularly during the pandemic when it has been recognised how many people
have experienced mental health needs for the first time, or a deterioration in an existing
mental health problem.

Service user stated that she was aware her mental health was going downhill, so she
called the new First Response Service (FRS)/NSFT helpline. She said that the service was a
million times better than the old crisis service.

I spoke with a woman who was understanding, polite and spoke to me like a human
being.

Service user who said they were still struggling with their mental health explained they
did ring the First Response Crisis Line. They said: ‘The lady was lovely and very calming,
and | felt she helped".

I called the new crisis line on Saturday night | got through in a reasonable time...when
| got through, | got a good response from the female call handler.

The call handler listened to me and I felt | was able just to talk without them butting in.
I was able to process my concerns and fears and | felt that the service worked.
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Service user stated they rate the FRS as excellent stating - | have been in contact with
first response and IDT with concerns for a neighbour - first response were especially
helpful and kind.

The FRS is great at supporting service users

3. Professionals feedback about the FRS

In early summer SUF received some negative feedback from professionals who had called
the FRS regarding a person they cared for. They recognised that that the FRS provided
‘great support directly to the service user’ but stated that the FRS was not all that helpful
to third parties and other organisations who had genuine concerns about someone’s
mental health.

One professional stated:

I called the FRS regarding a service user | was supporting, as the service user had called
the helpline and has been told that they would get a call back in about 10 minutes, and
that the call handler would call the Integrated Delivery Team, as the service user had been
discharged due to non-engagement. The service user did not receive the promised call
back. When | was able to understand what was happening it transpired a 72-hour referral
for assessment had been made, but no one had told the service user. The staff must
ensure that service users know what is happening. It is not safe to leave people waiting for
a call back in 10 minutes, when there are distressed and vulnerable and may be at risk to
themselves or others. This really concerned me"’.

Two other professionals had also reported concerns about the responsiveness of the FRS
to return calls to service users who were awaiting a call back. One said:

It was my understanding that the helpline was for individuals in crisis, but also for others
to report concerns about someone’s welfare; clearly based on my experience it isn't.

| called and expected someone from NSFT would make contact with the person | was
concerned about, to check on his welfare/discuss with him — NSFT said they couldn't call
him and suggested he call the Samaritans. ”
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There have been examples of where service users have been unable to contact their care
coordinator during the day, and when their mental health needs have increased in the
evenings or out of hours. Professionals stated that they have called the FRS for help, only
to be asked to get the service user to call the FRS themselves or advised the IDT would call
them back the next day. Both professionals and service users stated that in some instances
service users are unable to communicate verbally when very distressed and that this has
been unhelpful for their needs, or that they have not then received the promised call back
from the IDT.

Service user | support has called First Response on a few occasions and although they
were very reassuring and caring, there was no follow up contact by IDT after this.
The service user | support was extremely vulnerable and feeling suicidal.

In the section of this report titled Access and Unmet needs’ we have already raised
concerns about care coordinators and clinical staff not returning calls, it is essential for
effective safety planning, crisis care and risk management for FRS calls that are passed
onto care coordinators to be followed up and for service users and family carers to receive
the follow up calls they are promised.

SUF sought advice from the FRS about the confusion as to who service users should
contact for crisis support if they are already receiving NSFT services, should they contact
IDT or FRS within working hours. NSFT has confirmed that generally service users should
contact their IDT as this provides consistency and the IDT are best placed to advise with
regards to treatment and care planning. However, NSFT has stated that the FRS does
provide support to people open to an IDT depending on their need. They expect their
practitioners to be guided by clinical judgement to provide the most appropriate support
to the person at the time, based on their presenting need.

Itis positive that on Thursday, 1 October, Norfolk and Suffolk NHS Foundation Trust
launched a new First Response Line for professionals. This provided a dedicated line for
professionals to ensure that those needing advice, when working with individuals who are
experiencing mental health difficulties, can access help and support in a timelier way.

The line is open to all healthcare professionals, such as ambulance staff and GPs, as well as
social care colleagues, police personnel and third sector partners.
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At the time of writing this report, we have already received two positive feedbacks about
this Professionals line and one serious negative feedback. A third sector partner has
informed SUF that when they made a call to the FRS (early October 2020) about a person
they were supporting, who they were concerned was a high suicide risk, the FRS call
handler advised that the caller..

..put the ownership back on the service user and let her make her own choices about
suicide.

The service user later took an overdose and made a very serious attempt on their life.
The third sector partner stated:

| feel that the advice | was given by First Response Service was not helpful or good
enough, | was left wondering what to do. The care-coordinator from the IDT still has not
got back to me at all. I should have been able to get in touch with the care-coordinator
and they should have returned my call. The service user has fed back to us, that she is
never able to get hold her either...This was a serious suicide attempt because she did not

know how else to get support.

For world Suicide Prevention Day, 10th September 2020 SUF launched a service user led
and coproduced campaign to Change the Language, save a life, suicide is not a choice.
Whilst over recent years’ service users have reported being told that suicide was their
choice, this language has been used less. However, it is still the approach used by a
minority of staff, which is of serious concern and indeed in this instance had serious
consequences of a suicide attempt, which could have been prevented had the LISTEN
model been used and effective listening and support offered.
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4. Suicide Prevention

In reporting this incident, we recognise the work of a number of key NSFT transformation
and leadership staff who have been committed to this suicide prevention campaign and
who have actively promoted and embedded the coproduced LISTEN Model into crisis care
and the FRS.

We also recognise the commitment of the leadership team and suicide prevention team to
build further awareness within staff teams for suicide prevention, working in partnership
SUF to coproduce a series of reqular webinars, which will include the suicide prevention
campaign on the language used, when a person presents with suicidal thoughts.

The origin of the wording came from a service user who when feeling suicidal was told by
a mental health professional "Well it's your choice". We are concerned that this language is
still currently being used but value the leadership commitment to change the language
and to support staff awareness through the webinars, including the promotion of SUF’s
coproduced publication titled Connect for Suicide Prevention, Change the language save
a life suicide is not a choice, created using the LISTEN model and which supports this
upcoming webinar can be read or downloaded from the SUF website:
www.suffolkuserforum.co.uk/world-suicide-prevention-day-2020-connect-for-
suicide-prevention.

At present the First Response Service only offers a telephone line. There are no other ways
in which people can make contact. This is not always helpful for people who feel unable to
communicate verbally when distressed, or for those who have speech and language
difficulties such as a stammer or Tourette’s or those who have hearing loss and some
people prefer text or email.

Service users have asked that training for FRS staff includes how to better support callers
who have difficulties with spoken language, using learning from calls made to other 111
type services and in particular learning from serious incidents, where a call handler’s
negative attitude has significantly impacted on someone’s mental health, contributing to
them taking their life.

We recommend that other ways of making contact are explored and developed so that
this service makes reasonable adjustments enabling access for those people with a range
of physical and mental health needs.

Whilst the NSFT website page for the FRS provides a helpful overview of what people can
expect from the service, signposting for the INTRAN, translation service is only provided in
the website footer and SUF recommends that this is made clearer on the webpage to
better support those who need translation services.
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5. Experiences of Psychiatric Liaison at Emergency Department

SUF has received mixed feedback about people’s experiences of Psychiatric Liaison.
Two people reported very positive communication with and from Psychiatric Liaison at
both West Suffolk and Ipswich hospitals.

My relative appeared to receive very good service from Ipswich Hospital and Psychiatric
Liaison, with the Hospital keeping me in touch with his progress overnight and early
morning. (Ipswich Hospital)

My calls to Psychiatric Liaison calls were answered in a timely manner.
(West Suffolk Hospital).

We continue to receive negative feedback about the response provided by Psychiatric
Liaison at Ipswich hospital. People continue to report that they attend A&E because of a
mental health crisis and associated self-harm. Whilst they consistently report good care by
ARE staff, people describe psychiatric liaison staff as being unhelpful and that staff do not
provide support for people’s distress. People are concerned that they only receive support
after many mental health crises and numerous visits to A&E and feel that they are often
left feeling very unsafe.

The expertise of Psychiatric Liaison is essential in delivering comprehensive integrated
healthcare for patients, which enables patients to access the right care in the right place
and at the right time. It is essential that the team use the LISTEN model (see Appendix
One - Page 62) and ensure that people are listened to, supported and that there is an
agreed plan that enables the person to be supported and safe.

When | was at A&E the Doctor called Psychiatric Liaison to assess me, but they refused to
come. They classed me low risk, so | was then put in a taxi and sent home. The A&E staff
were lovely and were frustrated that no one came to see me, and they could do no more
as my problems are not physical. It has now been passed back to my GP to try and get
support for me again via the crisis team, so | am just going round in circles.

Psychiatric Liaison and Crisis team are useless, how they have let service users down at
A&E is terrible, they do more harm than good.
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Service user stated that they were very unhappy and concerned about Psychiatric Liaison
and mental health support offered at Ipswich Hospital. They stated that Psychiatric
Liaison did not listen to them when they were experiencing thoughts of suicide.

Family carer reported that their family member (service user) had made numerous trips to
A&E due to their deteriorating mental health and serious self-harm with no support from

Psychiatric Liaison.

Suffolk User Forum Recommendations
For Improved Outcomes

Access to FRS

1. I know that | can contact the FRS in a range of ways that best suits my specific needs.
2. I know that information about how to use NSFT's translation services is clear and
accessible

Crisis care and Support

1. I know that all NSFT staff, including Psychiatric liaison, who are responding to my
mental health crisis will LISTEN to me. I know that | will not be told that suicide is my
choice, and that my experiences will be validated.

2. | know they will INVOLVE and INFORM me of crisis support options that may help me.
3. I know they will SHARE with me that they have understood me.

4. | know they will be thoughtful and be clear about the TIME they can give to me and their
availability for support.

5. I know they will EMPATHISE and ENCOURAGE me to stay safe and EVALUATE what
needs to happen next.

6. | know they will support me with a clear plan that confirms the NEXT STEPS in my
treatment and care. | can trust that my care and support is coordinated, and everyone
works well together and with me to help keep me safe.

25 Cirisis Care, FRS, Psych Liaison and Suicide Prevention



Care Planning & Medication

—

Some key areas of feedback related to care
planning have been provided in other
headings of this report, for example,
communication issues are reported in
Access/unmet need; the way care
coordinators listen and respond to service
users is reported in complaints, call backs
from the IDT following contact from the
FRS is reported under Crisis Care.

This section reports the feedback from
service users and family carers about the
way in which service users have been
involved in coproducing their care plan in
both the community and on inpatient
wards, it includes feedback about care plan
reviews and family carer experiences.
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Opinion of Services from
35 pieces of feedback

Care Planning/
Medication

B Positive (23%)
Neutral (14%)
B Negative (63%)
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1. Coproducing Care Plans
Community Mental Health — Integrated Delivery Teams

It is positive to report that an increasing number of service users receiving care from the
Integrated Delivery Teams have reported very positive experiences of care planning,
stating they have been included in writing their care plan and praising staff for the
inclusive and personalised approach to their care.

I have been included in writing my care plan, I feel | have been helped.

I am receiving a good service from the IDT; | have an up to date care plan and my own
copy. I now have a support worker twice a week from Home Group, and this has been
beneficial.

I am pleased with my care plan, it reflects my needs, and I felt reassured when my care
co said it was a 'living' document and could be changed.

I have attended seven courses at the Recovery College, and all of these have been
excellent. | am being supported by Central IDT and am very happy with the support
being received.

My care co is the best, she has arranged a support worker for me with Julian Support,
she has spent time listening to me and always gives me reqular appointments.

My care co is very kind, she has arranged for me to have a support worker, always
explains what is happening, she has asked me about my faith, and I am happy with that.

However, this positive care coordination role is not experienced by everyone and there
remains a clear need for a consistent approach to care planning and for greater levels of
service user involvement in co-designing care plans.

My care plan is really good, and I have been involved in writing it.

Some service users state that they do not know much about their care plan and do not feel
really listened to or part of the care planning process, leading them to feel powerless, and
unsupported with issues that they would like more help and support with.
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| feel the IDT are rubbish. | have been told that my care co cannot speak to me more than
once a week otherwise it would be classed as a home visit.

Service user stated that they have found it hard to engage with their care coordinator, as
the care coordinator wanted to focus their care plan on going back to work and attending
the recovery college, which the service user said they were not ready for.

The service user stated that they had been unable to build up a rapport with their care
coordinator — they just felt the working relationship was not working. The service user had

lost trust that the service could ever support them in the way they needed.

My care co has asked, 'what do you need from me'. There is no care plan. | feel my care co,
cannot be bothered to really help me or to plan with me.

I do not agree with parts of my care plan, | have not been listened too and the care co
would not change it. This makes me feel powerless and misunderstood.

I am still struggling from day to day due to sleep deprivation which causes more Anxiety
and Depression. | feel that my care coordinator and psychiatrist have never taken my
sleep issues seriously and to be honest with you, | think they are running out of ideas
about how to help me.

I still do not have a care plan after asking for one to be completed for over a year ago.

I do not know much about my care plan.

I do not know much about care planning.

| felt that the member of staff judged me for every answer | gave whilst going through my

care plan.
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Inpatient care

Feedback included very positive experiences with inpatient service users being involved in
their care plans. It has also included positive feedback from family carers who have valued
a very good level of support during their relative’'s admission on Woodlands.

We commend the personalized level of support given by staff, that has enabled inpatient
service users to be involved in their care plan and which has extended individualised
support to family carers, enabling the much valued contact between service users and
their families whilst being an inpatient. This has clearly been experienced as supportive,
kind, and helpful. It has been reported as an excellent level of support that needs to be
extended to family carers of service users receiving care and treatment in community
mental health via the IDT's.

It is positive to note that inpatients have been supported to receive advocacy to help them
to better understand their plans of care and the information they have been provided with

by staff.

Positive comments include:

My care plan has been built up over the last few weeks

Making my care plan helped me to get to know a staff member

Two care plans are required. One for me as an inpatient and a revised copy for the
community. (Different needs and requirements)

My relative was diagnosed with a COVID related acute psychotic episode and stayed in
hospital (Woodlands) for a month. As a family carer, | received a weekly telephone call
from a ward nurse who was working from home. She was really helpful and a friendly,
knowledgeable person for me to talk to. | missed these calls very much as they stopped
when my relative was discharged, and | still miss them a month later.

By the beginning of June, Woodlands was allowing family to meet with service users
outside in the unit’s garden. This worked very well.

Whenever | phoned the ward to book a visit, my family or | were always able to visit when
we wanted, including on the same day. This was, | recall, before visits were allowed again
to Ipswich hospital, and | felt that NSFT was on the side of patients and families, in this
regard.
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Overall, | believe that my relative received good service from Woodlands, with kindness
and good treatment from the psychiatrists and nurses that | spoke to, and he had a care
plan and was discharged into Home Treatment.

I am not a pushy carer, and | find it difficult to phone up, ask questions and get
satisfactory answers, especially when | perceive that my calls won’t be welcome, and
when my relative is not at all pushy either. | suggest that an appropriate member of NSFT
staff should always and reqularly contact family carers, taking the initiative and thus
enabling effective communication. The Woodlands model of a clinician phoning carers
weekly is excellent and should be extended to carers of service users in the community.

My relative was not always clear as to what the plans were for him, and it was very
helpful to have an advocate from Total Voice/SUF speak for him and gather the
information that he was unsure about. We were both very grateful for this service.

Whilst many inpatient service users and family carers have reported an effective and
inclusive care planning process, there are some negative feedbacks that indicate that in
some circumstances service users have felt judged in the care planning process and have
not had the level of clarity needed about their care, medication and arrangements for
authorized leave.

The highest area for negative feedback on inpatient areas related to medication.
Inpatient service users have found it confusing when medication brands are changed,
and their medication is then provided in an unexpected shape/colours. They have stated
they have not always been able to keep copies of written information about their
mediation, that explain the medications use and side effects. One has expressed a lack of
confidence in staff administering the correct medication and this has caused anxiety.

Negative feedback includes:

While in Woodlands, my relative was given two nights home leave, but he did not
understand this, so only took one night.

I am concerned that there are spelling mistakes in his care plan that can easily be
mistranslated.

My medication is sometimes different colours, | do not understand why?

I was given a printout about my medication however it has now been taken away
from me.
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| get anxious if my tablet is changed to another name and it is confusing.

I am not confident in the night staff who dispense medication as I have to tell them what |
am meant to have.

I had to wait for medication last night because her chart was full.

I am confused about my medication | have not been told what it is or for.

Inpatient service users have also raised concerns about the planning and scheduling of
ward reviews, which sometimes are rearranged at short notice, without involvement with
them and on occasions has resulted in Independent Mental Health Advocates (IMHA)
being unable to attend the review because of this, despite this having been planned and
arranged for the original review.

My Ward review was brought forward but no one asked me first if that was ok, | was just
told.

| feel anxious that my care plan review was brought forward, and my advocate now
cannot attend.

There is also a need to ensure clarity in terms of written care plans to ensure that spelling
errors are not misleading or misinterpreted and to plan reviews together with service users
and their IMHA. We recommend that staff ensure clear explanations and reassurance
when medication brands are changed and medication is presented in different tablet
forms, including different colours, so that the patients are assured they are receiving the
correct prescribed medication and understand why it looks different. Inpatient service
users should be provided with medication information sheets that they can keep, so that
they can read and refer to them as often as they need.

SUF also received feedback about the transitions inpatient service users make through
NSFT pathways to the Home Treatment Team and IDT.

Whilst one family carer initially reported how positive it was that their inpatient relative

was visited on the ward prior to discharge by their care coordinator, this was later changed
and in fact the person received no contact from the IDT for over a month post discharge.
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In another example, Woodlands staff stated that a service user would have daily visits by
the Home Treatment Team, however these visits and contacts did not take place as
discussed and the visits were not always on the day, the service user had been told they
would take place.

There is a theme of lack of consistently effective communications that seems to be even in
Woodlands and definitely in community mental health, in whose care my relative has
been for the last month or so. For example, he met his care coordinator while in hospital
and at his discharge meeting but was told by Home Treatment that this was not in fact his
Care Coordinator. In fact, he has been discharged for the whole of July, with, to my
knowledge, no Care Coordinator allocated, nor a current care plan that | know of.

We were told by Woodlands that discharge to Home Treatment would mean daily visits
from Home Treatment, but visits were fewer than daily, and sometimes were not on the
day my relative had been told. It would help service users and carers (and indeed staff

| expect) so much if day to day communications were much improved.

We recommend that good communication and discharge plans ensure a clarity about the
support that is to be offered and delivered to support both the service user and family
carer for a safe discharge and on-going support.

Wherever possible, Care coordinators should meet service users prior to discharge as this
is an excellent model for building trust and supporting people from the security of
inpatient care back within their community and wider circle of support. It forms a helpful
instruction for on going care and support.
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Suffolk User Forum Recommendations
For Improved Outcomes

| can plan my care with people who work together to understand me and my family
carer(s), allow me control, and bring together services to achieve the outcomes important
to me.

My goals

1. All my needs as a person are assessed.

2. My family carer/family have their needs recognised and are given support to care
for me.

3.1am supported to understand my choices and to set and achieve my goals.

4. Taken together, my care and support help me live the life | want and to the best of
my ability.

Care Planning

1. l work with my team to agree my care and support plan.

2. | know what is in my care and support plan.

3. I know what to do if things change or go wrong.

4. have as much control of planning my care and support as | want.

5. | can decide the kind of support | need and how to receive it.

6. My care planis clearly and accurately written on my record.

7. lam involved in planning the regular reviews of my care and treatment, my care and
support plan.

8. | have regular, comprehensive reviews of my medicines.

9. When something is planned, it happens.

10. | can plan ahead and stay in control in emergencies.

11. | have systems in place to get help at an early stage to avoid a crisis.

Communication

1. I tell my story once.

2.1 am listened to about what works for me, in my life.

3. am always kept informed about what the next steps will be.

4. | know that | will be told how | can contact the person or team responsible for my care.
5. 1 know ' will be told who else | can contact should my clinician be unavailable.

6. know and trust if | leave a message, | will receive a call back in a timely way.

7. The professionals involved in my care, talk regularly with my family carer, and ensure
they are supported.

8. The professionals involved with my care talk to each other. I know that if other teams in
NSFT also provide support me, (such as Home Treatment, First Response Service, crisis
care, and inpatient care) they will inform my lead clinician/or care coordinator and ensure
continuity of care.

33 Care Planning & Medication



9. We all work as a team.

10. | always know who is coordinating my care.

11. | have one first point of contact.

12. They understand both me and my needs.

13. | can go to them with questions at any time.

14. | know that my treatment plan and appointments will take account of my specific
needs.

Information

1. | have the information | need, and am supported to use it, so | can make decisions and
choices about my care and support.

2.1 have information, and support to use it, that helps me manage my needs.

3.1 can see my health and care records at any time.

4.1 can decide who to share them with.

5. | can correct any mistakes in the information.

6. Information is given to me at the right times.

7. Itis appropriate to my needs and circumstances.

8. Itis provided in a way that | can understand.

9. lam told about the other services that are available to someone in my circumstances,
including support organisations.

10. | am not left alone to make sense of information.

11. | can meet/phone/email a professional when | need to ask more questions or discuss
the options.

Transitions

1. When | use a new service, my care plan is known in advance and respected. When I move
between services or settings, there is a plan in place for what happens next.

2.1 know in advance where | am going, what I will be provided with, and who will be my
main point of professional contact.

3. lam given information about any medicines | take with me — their purpose, how to take
them, potential side effects.

4. If I still need contact with previous services/professionals, this is made possible.

Source Reference:

A Narrative for Person-Centred Coordinated Care (2013), Think Local, Act Personal &
National Voices. NHS England Publication Gateway Reference Number: 00076.
www.england.nhs.uk/wp-content/uploads/2013/o5/nv-narrative-cc.pdf
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Discharge

Discharge from NSFT Integrated Delivery
Team (IDT) to the Suffolk Mind Connect
Service

SUF received significant negative feedback
about the way in which service users were
initially discharged in West Suffolk, from
NSFT's Integrated Delivery Teams to the
new Suffolk Mind Connect Service.

People stated they were very unhappy that
there had been no conversation with them
by their care coordinators and that they
had only received a letter informing them
they had been discharged and referred to
the new Suffolk Mind Connect Service.
This caused distress and resulted in service
users not being involved in their discharge
planning.
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The issue of service users not being informed of discharge from the IDT to Suffolk Mind
Connect was discussed by SUF with the West Suffolk Care Group leadership and Suffolk
Mind Chief Executive officer and reported in our quarterly feedback for the reporting
period April to June 2020. It was acknowledged that the initial service users discharged had
only received a letter from NSFT staff, informing them of their discharge from NSFT care
and providing information about the new Suffolk Mind Connect Service. It was confirmed
that this affected approximately 5o service users. NSFT and Suffolk Mind leadership
confirmed that following service user feedback this process had changed and those
people who were subsequently discharged from IDT's to Suffolk Mind Connect Service
were contacted by telephone and the discharge arrangements discussed with service
users by care coordinators.

Service users also expressed concerns that there had been no consultation with them in
the design of the Suffolk Mind Connect Service.

I have now been discharged from Bury IDT. | am concerned. | have not been contacted by
my care coordinator; | just received a letter in the post over the weekend. The letter told
me | am now discharged and said I could contact Suffolk Mind Connect. | understand that
with COVID-19 there is a capacity issue, but I find this process disgraceful.

'l have now been discharged from NSFT IDT which does concern me... | now feel penalized
for trying to get better.

Service user said that they had recently been discharged from NSFT (IDT) to the new
Suffolk Mind Connect Service. 'l was not happy about this but thought | would give it a go.
I waited for a couple of weeks then someone called from Connect’.

The service user said that the call was not helpful and that it felt scripted. 'l was then told
that they would not be calling me, but that someone else would as they do not hold case-

loads so it could be someone different calling every time.

I am not very comfortable with this as it takes some time to build a relationship and | do
not want to go over the same things with different people.

I have been discharged from the IDT to Mind support. | have had to wait a few weeks for
someone to contact me. | only had a couple of calls then | was transferred back to IDT.

Then | had to wait again for someone to contact me.

| felt unsupported during this whole time.
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I have told NSFT please do not send out discharge letters over a weekend...this was
hugely distressing for people.

I am concerned that that although NSFT has a very good discharge policy it is not being
followed. I did not know that | had been discharged from NSFT no one told me or wrote to
me. The first | knew about it was when | was talking to my GP.

Both NSFT and Suffolk Mind have informed SUF that service users who are stepped down
into Suffolk Mind Connect can be escalated back into the NSFT IDT service if and when
their mental health needs indicate that additional and more specialist support is needed.

Since July 2020, we have only received two further negative feedbacks about the
transition to this service, which reiterate the need for care coordinators to plan together
with service users for their discharge, supporting them to know the range of support
options, including the Suffolk Mind Connect Service, to enable a supportive transition
from specialist services to community based support.

I did not feel ready for discharge and was referred to Suffolk Mind Connect, who are
speaking to me weekly. | have had problems with my medication and am asking for a
medication review with NSFT, and this now feels problematic, now | am under Connect.
| can feel my anxiety building and am thinking of making a complaint because no-one is
listening to me.

I have had excellent support from NSFT and my care coordinator. We were working
towards my discharge, but | have now suddenly been discharged, to the new Connect
Service. This is an earlier than planned discharge, because of COVID, the timing is not
good for me, there is so much going on in my life, | fear | cannot cope and am feeling
suicidal. ”
Historically NSFT has frequently discharged service users without any involvement,
planning and discussion. This is poor and unsafe practice that causes service users distress
and anxiety. Whilst the issues regarding discharge into the Connect Service have been
helpfully addressed, we remain concerned that service users are still being discharged for
alleged 'non-engagement’ rather than trying to find a way that works for that person.
There remains a wider more general cultural issue that needs to be addressed to ensure
that service users and family/parent carers are absolutely involved in all care planning,
including discharge planning. Further that discharge planning really does ensure it enables

service users to have a circle of support within their communities, that enables them to be
connected, supported and safe.
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The way in which Trust staff have discharged service users from both community and
inpatient care has been a long standing issue of concern, particularly in the East of Suffolk,
where it has been raised consistently for a number of years by service users attending this
group, which was previously called the Consultation Advice and Development group (CAD)
and more recently called the East Working Together Group.

A discharge Quality Improvement (Ql) project has been proposed for a long time but has
yet to be coordinated and established. This intention has been confirmed in both minutes
of the CAD group and East Working Together Group-, in the associated action log and in
NSFT press releases/website content as a key role for the East People Participation Lead.
Service users would like this to now be progressed with a clear commitment for full-service
user and family carer participation and involvement.

Suffolk User Forum Recommendations
For Improved Outcomes

1. lam listened to and involved in my discharge planning

2. | work with my care coordinator and professional team to plan towards my discharge.
3. lagree my discharge plan and am supported to live the life | want and to do the things
that are important to me as independently as possible.

4. I know whatis in my discharge plan and ongoing support plan.

5. I know what to do if things change or go wrong.

6. | know who will be supporting me with my medication and how to arrange a medication
review.

7. ' have as much control of planning my discharge and support as | want.

8. | can decide the kind of community support | need and how to receive it.

9. My discharge plan is clearly and accurately written on my record.

10. My GP is informed of my discharge and provided with the information they need to
enable them to continue my ongoing healthcare in the community.

11. | am supported to plan and stay in control.

12. | feel safe and am supported to understand and manage any risks.

13. I have systems in place to get help at an early stage to avoid a crisis.
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Listened to & Understood

For the purposes of writing this report it has Opinion of Services from
been necessary to break down service user 53 pieces of feedback

and family carer feedback into key
categories and areas of feedback.

Underpinning all feedback is a core skill and
ability to provide genuine listening and
understanding to both service user and
family carers.

Listened to &

Understood

When this has been genuinely experienced,
service users and family carers report a
wide range of positive feedback and
outcomes.

However, when this has not been
experienced, a wide range of negative

outcomes are reported. Not feeling B Positive (19%)
listened to and understood is a key factor in Neutral (11%)
much of the negative feedback received. B Negative (70%)
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The provision of personalized and integrated mental health care relies and depends on
working with people as individuals; to understand their experiences; their care, treatment,
and support needs and hopes for living the life they want. It involves offering people
choices in their treatment and care, supporting them to make choices through providing
information and making a commitment to following through agreed plans and actions.
This all contributes to building trust and rapport.

This section reports on specific feedback about how much service users have felt listened
to and understood, not covered in other sections of this report. It is positive to report that
twelve inpatient service users have reported valuing the inpatient community meetings

(East and West Suffolk), confirming that they have felt involved and listened to within this
forum, also stating that they feel able to be open and honest in the community meetings.

Positive feedback and comments, where people have felt listen to and understood:

Service user stated that they had raised concerns with their care coordinator, about the
level of support they were receiving in the early lockdown. They said they felt listened to
and understood when the Care coordinator called back and made arrangements for them
to be supported at home, in the way that they needed.

NSFT staff have all been friendly. | feel very positive about the care | have received, I feel
listened to and cared for.

I am proud that points raised in conversations or from community meetings are being
followed through (Wedgewood House).

Service user described a feeling that the culture within the wards is changing and there is
increased partnership working where people feel listened to and understood.

| receive my 1-2-1— it is very supportive.

| feel able to approach staff on the wards.

The ward has helped keep me safe.

I have had a few wobbles, and the staff have understood and supported me.

| feel really listened to by the staff.
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Negative feedback, where service users have not felt listened to and understood:

Service user stated that they feel mental health care coordinator only looks at issues from
their own perspective and does not take into account the experiences the service user has
had in their life and how issues such as childhood neglect/abuse and domestic abuse have
impacted on them and affected their life.

My psychiatrist was not prepared to change my medication or introduce anything else to
help me. They must understand the detrimental effect this has on my mental health.

Service user said she had an appointment with a psychologist but felt they were not
helpful as they just wanted to prescribe medication and did not offer any psychological
support. They felt this was a waste of time.

Service user raised concerns that neither Psychiatric liaison at Ipswich Hospital or the
Crisis team really understood historical trauma and how this can impact on someone.
They were concerned that professionals only considered medication as a solution to their
experiences of disassociation and suicidal thoughts.

I am very concerned at the attitude of the consultant psychiatrist, as on more than one
occasion he has been rude, dismissive, and unpleasant, lacking any respect. | am thinking

of making a complaint.

I was on the receiving end of extremely poor treatment from the crisis team. And the lies
that were told were horrendous. I nearly died.

I have not been listened too. This makes me feel powerless and misunderstood.

No one listens to me | have been sectioned and punished, and no one listened to my story,
I have just been ignored.

My records have not been correct, and | have struggled to get hold of them and
sometimes | have tried to get them changed as they have been not correct.

In my review for discharge | felt pressured to accept what they were telling me even
though | was not happy with it as there was a lack of support being put in place.
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There is a stigma. | do not think mental health professionals understand what it is like to
be a service user.

| talked to my psychiatrist about my thoughts of suicide, he told me suicide was my
choice, this has compromised our working relationship, I feel | can no longer trust him.

My GP referred me to Mariner House, when | was seen they said they couldn't help me as |
have an eating disorder, no one has ever talked to me about this...I will never ask for help

from Mariner House ever again.

I am really unwell at the moment - | am struggling, but I also know every time | go into
Woodlands, | come out worse.

My overall experience with the NSFT services has been very poor.

During this reporting period, some service users have raised concerns about the
approaches for treatment in NSFT raising concerns that there is an over dependence on
the ‘medical model’. They have been concerned that there is a lack of professional
curiosity about a person’s complex sociological and emotional make up, and a need to
work with formulation as an alternative to medical based diagnoses. They have stated that
whilst some service users find a diagnosis helpful, many do not want to have their life
experiences and problems categorised in a medical way.

Many service users are re-traumatized in the current system. | have worked with superb
medics, but also many that still only see the individual as the ‘locus of pathology’-with
medication being the only solution.

Thousands of people are being ‘disenfranchised’ from any alternative view of their
problems other than a medically based on the unscientific DSM. Let me know if there is
anybody in Suffolk fighting back.

We need an 'enlightened approach’ to deal with the legacy of trauma.

It’s not what is wrong with you — it’s what happened to you. Let us change the question.
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Similar feedback was received for the research and service user involvement for the
mental health strategy for East and West Suffolk, where service users asked for a range of
alternative models including Open Dialogue, The Power Meaning Threat Framework, and
trauma informed care. NSFT is using formulation but it is important that NSFT's models of
care develop to offer service users, families and family carers a range of approaches,
options & choices through their recovery journey as an alternative to the more medical
model, as well as offering a combined approach, when this is the service users choice and
preference.

Being listened to is more than just being heard. It is an expectation that staff and NSFT as
an organisation will act on the experiences and needs expressed by the service users.

NSFT staff must recognise the impact of not listening to service users and family carers
and actively improve the ways in which staff value and respect individuals to coproduce
care planning, treatment options and discharge plans. As an organisation it needs to learn
from people’s experiences and take the initiative to ensure service users and family carers
are at the heart of their services; that they are listened to and understood by all staff.

Suffolk User Forum Recommendations
For Improved Outcomes

1. I know I am listened to with kindness, compassion, and respect.

2. | know my experiences will be understood and validated.

3.1 am provided with options.

4. | make decisions that are respected, and | have rights that are protected.

5.l am supported to understand risks and uncertainties in my life.

6. | know how to contact to the person or team in charge of my care when I need to.
7. know my plan of care.

8.1am notignored or forgotten.
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Quality of Services

Quality of Services is the main area of Opinion of Services from
feedback where we can report a significant 125 pieces of feedback
change, with positive feedback increasing
to 41%. There have been improvementsin
certain areas of care, coproduction, and
practice.

We would like to specifically acknowledge
the improvements made on Wedgwood Quality of
House by the new leadership team at the Services

unit, and by the Supportive Friends team.

In terms of NSFT's work to support Mental
Health Transformation in East and West
Suffolk, some key NSFT staff have
demonstrated an outstanding commitment
and demonstration of the strategy’s values
and to coproduction.

—_—

B Positive (41%)
Neutral (9%)
Bl Negative (50%)
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A small number of service users have equally shown outstanding commitment, energy,
and enthusiasm to share their lived experiences to inform the design of care pathways and
underpinning models for clinical and best practice. Their contribution has been of
significant value, supporting and enabling positive changes for the benefits of others.

These developments are included in this section of the report, and we also provide service
user feedback on the Locality Care Groups and People Participation Leads (PPL). Some
aspects of quality improvements have also been covered in other sections of this report.

The Supportive Friends Group at Wedgwood House - Bury St Edmunds.
West Suffolk Care Group

As part of the improvement work for Wedgwood House, SUF was asked in early May, by
the lead nurse of the West Suffolk Care Group, if we could be involved in a new initiative,
initially called the Critical Friends but renamed as the Supportive Friends, which was
starting in Wedgwood House. This initiative invited experts by experience (ex NSFT service
users) to volunteer with NSFT, to evaluate the quality of the care being provided to
inpatients on the Wedgwood.

Our feedback is that the support of this group of very committed service users, has
alongside the new leadership team, contributed to making a significant difference in the
quality of care provided at Wedgwood house. The Supportive Friends have been
supported by the units leadership, who have truly valued their input, supporting
coproduction and involvement, ensuring that any issues identified by the Supportive
Friends are placed on the Wedgwood Improvement Plan, so that actions and
improvements can be monitored and improvements recorded. Supportive Friends also
run a ‘Mystery Shopper’ type evaluation of the IDT teams in the West by cold calling and
requesting to talk to a doctor and a certain person within the team. Feedback from this
has been positive with phones being answered promptly and requests being dealt with.

Their role includes meeting reqularly with staff and patients, attending various patient
meetings as well as staff meetings, to ensure NSFT are getting reqular patient feedback,
engagement, and involvement in all aspects of everything they do.

The Supportive Friends have told SUF that they have supported work to progress

compliance audits, quality audits and review care plan audits. They have co-designed with
inpatients and staff, satisfaction surveys, and a new ward information Pack.
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Feedback from inpatient service users highlights the changed culture at Wedgwood,
whereby inpatient service users and Supportive Friends volunteers feel more involved,
able to contribute and valued. The leadership team are to be commended for their open
and inclusive approach that has enabled these significant changes to take place.

A service user who had been an inpatient five years ago stated that the improvements
were significant, it is like comparing black and white.

Service users reported that the ideas for the welcome pack came from service user
feedback from the wards.

Service users reported that they are proud that points raised in conversation or from
community meetings are being followed through by staff.

An inpatient service user stated 'There is a feeling that the culture within the wards
(Wedgwood) is changing and there is increased partnership working evident.

There is a positive partnership feeling, where everyone is genuinely appreciated.

The Supportive Friends regularly share inpatient feedback with SUF, and their involvement
has directly contributed not only to improved outcomes for inpatient service users, but
also to the number of positive feedbacks about the services and quality of care at
Wedgwood House. Earlier in 2020, activity groups on offer to inpatients had decreased,
but inpatient service users are now reporting that a range of new activities, suggested by
patients have been taken forward by staff. The Supportive Friends have also arranged
activities with the support of staff, including a BBQ, which has been celebrated as a huge
success by inpatients and staff.

The barbecue was fantastic; thank you to the supportive friends for arranging this.

It was really great to do something normal. | enjoyed it loads.
So nice to just talk about something that was not to do with mental health.
Great that staff came along and joined in as well.

It was just what | needed to be doing something normal.
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Feedback regarding the ward environment has highlighted on going issues regarding the
136 suite windows, showers, and lighting. The Supportive Friends have confirmed these
were reported and investigated by NSFT Estates Department to make improvements.

Inpatient service users have commented on the kindness and support from staff, reporting
feeling safe on the wards:

No-one can care for me like Wedgwood.

The staff are highly skilled.

Talking about it makes me sad because | will have to leave them all soon.
| feel much safer on the ward than outside.

My one-to-one’s with team are good.

I am new on the ward but feel happy with the support I receive.

The environment at Wedgwood now looks better.

There were some issues raised with night staffing levels, that were immediately
investigated by the leadership team. Due to one of the wards being designated a
COVID-19 ward during the pandemic, this increased the number of patients on another
ward and some patients felt that the staff did not have so much time to spend with them,
but did understand the reason why this has changed. Service users stated:

Staff do not always introduce themselves.

One to one time can be a bit hit and miss.
Staff do not support me very well, because they are always busy.
Some members of staff will stop and chat, but other times staff are too busy.

The ward was clearly very busy, with staff referring to the many admissions due to
COVID.
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Improvements have been made in care planning, however eight service users still felt that
care planning and service user involvement in their care plans could be improved. Other
areas where the quality of care needs to be improved includes more re-assurance and
explanation about medication changes, particularly when medication brands are changed,
and tablets appear to be different (e.g. colour/shape) - see Care Planning section of this
report. The attitude and responsiveness of Medical Staff/Doctors has also been reported
as unsatisfactory on some occasions.

Inpatient service users have stated that Psychiatrists have on occasions been

‘judgemental’ if they have been a smoker and been unreliable when they have asked for
medical advice and treatment. In two examples they stated:

I had a bad chest and asked to see a doctor. They refused to see me because | smoke.

I was meant to see a doctor last night at 1am, as | had problems with my ears. The Doctor
never turned up and | am still waiting to see one; it is now 11.00am

These are parity of esteem issues and there is a necessity for medical staff to deliver a
holistic model of care for both the physical and mental health of their patients, regardless
of their own personal views about peoples life choices, they need to consistently deliver
responsive and appropriate medical care.

The Supportive Friends are currently working on the ‘complaints’ process, to support
managers to be more approachable and accessible; they wish to really embed a culture
where everyone is able to provide feedback (good and bad) freely and confidently, and get
quick responses and action.

This initiative and its outcomes have been very successful. SUF recommended that this
model for service user involvement and quality improvement was expanded to
Woodlands. The Woodlands Working Together Group has recently been established
(October 2020), involving two service users with inpatient lived experience, working
together with the East People Participation Lead . We look forward to supporting this
positive development at Woodlands, working together with the group.
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Quality Improvement (Ql) Projects

SUF has been informed that there re currently 41 Quality Improvement (Ql) Projects in the
Trust (October 2020). 12% of these projects are trust wide improvements. Of the
remaining Ql projects only 25% are taking place in Suffolk.

Service users continue to be concerned that the Trust is still very Norfolk focused and have
informed SUF that they would like to see a higher level of responsiveness to service user
feedback in Suffolk, through quality improvement projects. This would enable service
users and family carers to contribute their lived experience skills and assets more actively
alongside staff to make quality improvements.

Service users have also feedback that there is a need to ensure that in delivering quality
improvement projects that are responsive to local issues and needs, there is a need to
ensure that these do not become a piecemeal process with short localised pilots, that do
not make any significant improvements and which do not broaden wider learning or lead
to trust wide improvements.

Several service users have expressed concern at the recently announced Waveney Ql
project called ‘Talk to us now’. Whilst SUF is not the organisation that represents the
service user voice in Waveney, we do have over 30 members in this area, from our previous
user focused work in this locality, some of which have spoken to us about this Ql project.

There is a strong service user view that the Trust needs to improve its approach and
responsiveness to complaints across all care groups (see complaints section of this report).
Service users have stated, that ‘Talk to us now’ should be the approach that ensures all
staff take responsibility for listening to service user feedback and for responding to
feedback, before issues become complaints.

This Ql project which has set up a service user and family carer panel to help resolve
‘niggles’ has been seen as reducing individual staff accountability and responsibility for
responding helpfully to concerns; increasing bureaucracy by another complaints process,
that they fear could potentially act as a ‘gate keeping service’ to the formal complaints
process.

49 Quality of Services



If | wanted to raise a concern about how | was treated | would be very cross about giving
up my time to go to a panel and explain myself.

When someone wants to make a complaint, they just want someone to sort it and say
sorry. Or to get a clear explanation. They do not want to meet with a panel to justify their
feedback.

The Talk to us now pilot just duplicates the whole purpose of PALS.

If PALS is not working, then they should fix PALS - not set up a confusing parallel system
which no one has ever asked for.

Service users are concerned that the panel seems to either bypass PALS or duplcaite the
PALS role. They are also concerned the panel may ‘judge’ the validity of individuals
complaints and questioned whether the numbers of ‘niggles’ and issues raised will be
counted in the overall complaint’s statistics and information. Service users have stated
that they want the trust to be a learning organisation and want to feel confident in this.

Service users in East Suffolk have stated that they are particularly frustrated that a Quality
Improvement Project for Discharge, which has been proposed since 20th February 2020
(see Action Log for the East Suffolk Working Together Group) and which has never started
as promised. This Ql project and Working Together Group action has very recently been
closed unactioned (September 2020). They have stated that this decision was not one that
was made by the group, and service users feel this is contrary to the whole concept of
working together and the People Participation Pledge (www.nsft.nhs.uk/Documents/
7008%20PPL%20strategy%200ne%20pager%2owritable.pdf). They stated:

Staff must ensure they follow through on promises and commitments made.

They must keep promises made to service users and understand that not keeping promises
feels like rejection and this causes damage to service users.

Quality of Services 50



Suffolk User Forum Recommendations
For Improved Outcomes

1.l am treated with empathy, dignity, and respect.

2.l am supported in shared decision making.

3. lam asked about my experiences and my feedback is used to improve services.

4. lunderstand the roles of the members of my multidisciplinary team and know how to
contact them about my ongoing healthcare needs.

5. 1 can access mental health services, including crisis support, when | need them.
6.1am able to jointly agree my care plan with health and social care professionals,
including my crisis plan if  have one.

7. I receive daily one-to-one contact with mental healthcare professionals known to me
and I reqularly see other members of the multidisciplinary mental healthcare team.

8.1 can access meaningful and culturally appropriate activities 7 days a week, not restricted
to gam to 5pm.

Source: National Institute for Health and Care Excellance (NICE),

www.nice.org.uk/qguidance/qsi4/resources/service-user-experience-in-adult-mental-
health-services-pdf-2098485311173
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Service User & Family Carer
Participation

East and West Suffolk Working Together Opinion of Services from
Groups 107 pieces of feedback

There have been improvements in certain
areas of coproduction within the Trust and
have seen positive feedback from service
user and family carers increasing to 47%,
though it is clear that there is still work to
do until true coproduction is embedded. Service User

Participation

Following the national lockdown for
COVID-19, both Working Together Groups
for East and West Suffolk closed. The East
Group restarted as a virtual meeting in July
2020, but suddenly closed after the
September 2020 meeting.

The closure of this group, at the time of B Positive (47%)
writing this report, is subject to a complaint Neutral (15%)
to both NSFT and SUF. B Negative (38%)
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As organisations we are working together to address the concerns raised by service users
and professionals understanding the impact this has had on the group’s attendees. We aim
to reconvene the East Working Together Group (EWTG) as soon as possible.

Questions raised by service users include:

Why was the ESWTG closed with no consultation?

How does the closure of the group fit in with NSFT service user and carer involvement?
Who is accountable for the ESWTG for not being active?

Who is accountable for the issues raised at the meetings being ignored?

The West Working Together Group has not yet restarted, which continues to leave a
significant gap for community-based service user and family carer participation and
involvement.

There is a need to review how the commitment to the Working Together Groups can be
delivered virtually whilst we are all living with the Pandemic, ensuring service users
involvement, coproduction alongside offering support to service users giving their time to
these groups and meetings.

We hope that together we can develop a greater level of inclusivity in these groups, more
effectively working together, in coproduction and ensuring service users are provided with
the support they need for continued involvement. Together we need to ensure that the
Care Groups and Working Together Groups in both East and West Suffolk are operational
and work with the service user and family carers best interests at their hearts, that they
listen to real issues and take clear actions, making a difference to service user experience
and outcomes. Service users have stated:

Change requires participation. It is not lack of participation. It is the fact that no action is
taken as a result.

Change only happens if the NSFT listens and actually takes action when issues are raised.
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Voluntary and Community Sector (VCS) Particpation

A new forum was established by NSFT in October 2020, called the VCS Forum.

Five people (service users and professionals) have spoken with SUF about this new group.
All have questioned why this VCS forum has been set up, as they all state that replicates
the Suffolk Voluntary and Statutory Partnership (VASP) and the Healthwatch Suffolk
Mental Health Focus Group. One person stated:

By setting up yet another forum, NSFT is in the driving seat, can set their own agenda,
and direction of the meeting rather than working to support and enable the more organic
approach to mental health in Suffolk which is led by people, the VCS and individuals at

grass roots levels.

All have asked that NSFT staff work with the existing forums that already exists in Suffolk,
to demonstrate how much they value those individuals and organisations, rather than to
recreate something that is already working well.

Service users expressed concerns that the NSFT VCS forum excluded them, whereas in
Suffolk the VASP and Healthwatch groups are inclusive to all; service users, family carers,
interested people, voluntary and statutory partners.

Coproduction for mental health transformation

We have recognised the outstanding hard work, thoroughness, and commitment from
both key NSFT staff, service users and family carers involved in the coproduction for
mental health transformation in East Suffolk.

Feedback to SUF following the recent public engagement about transformation, known as
#AVeryDifferentConversation has highlighted service user and family carer concerns that
the senior leadership staff in NSFT had not taken part or presented key information about
pathways for which they were directly responsible. NSFT senior leadership, must respond
equally to the energy given by staff and service users to demonstrate the change everyone
wants to see in mental health services. Service users are concerned that without this the
NSFT staff who have worked so hard on transformation will not be supported sufficiently
to make the wider, stronger and sustainable system changes that we all want and agree
are needed.
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Itis through the hard work, determination, and continued involvement of service users
that a very progressive strategy and model for personality disorders is now near its design
completion. Equal determination and service user involvement has seen the embedding of
the coproduced LISTEN model for crisis care. Originally coproduced with service users and
cliniciansin 2016, LISTEN is now central to the mental health strategy and crisis care
pathways, supported by posters and badges which act as a reminder for anyone working
with someone in a high state of distress. They carry the acronym:

e |isten and look

e Involve and inform

e Share understanding and safety

e Time and availability

e Empathise, encourage, and evaluate
e Next steps in treatment

For more information see Appendix One (Page 62) and the NFST website:
www.nsft.nhs.uk/Get-involved/Pages/LISTEN.aspx

NSFT staff have confirmed that the LISTEN model is on display in team rooms and is used
as part of the supervision structure. Further some additional questions based on LISTEN
are planned for inclusion in the friends and family test. Service users have stated:

The NSFT LISTEN strategy has been really positive in helping me.

My recovery is a good result for the NSFT's new LISTEN strategy

Service users are now keen to progress these developments in crisis care and through
working with SUF to coproduce LISTEN for suicide prevention, and are now working
together with the Trust to promote the LISTEN values and importantly emphasising the
need to change the language for suicide prevention. Change the language save a life
suicide is not a choice - See Section 3.4 Suicide prevention.

Service users would like to see this coproduced work celebrated and recognised in the
Trusts Coproduction strategy, as it is a very good example of what good coproduction
looks like; and how it can be developed and embedded within an organisations culture and
approach to care.
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Recruitment for the Trusts new Chief Executive Officer (CEO)

Service users are aware that the trust is currently recruiting a new CEO. They are keen to
ensure that applicants understand the need to endorse LISTEN and the issues regarding
the language used for suicide prevention. They would like applicants to be asked to
endorse that NSFT believes suicide is not a choice. They would also like to be assured that
service users and family carers are involved in the recruitment panels to demonstrate that
service users and family carers are really at the heart of the trust.

Suffolk User Forum Recommendations
For Improved Outcomes

1. I know and can see evidence that service users and family carers are supported to drive
the direction of the Trust.

2. | know my contribution to coproduction is valued, actioned and makes a difference.

3. I know the Trust provides a range of opportunities for service users and family carers to
be involved and to contribute to the Trusts work.

4. | know the Trust encourages open and honest, purposeful involvement and participation
to influence quality improvements and Ql projects.

5.l can see and feel that the Trust is working to continuously improve the experience of
service user and family carer participation, to ensure it is valued, meaningful and
enjoyable.
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Overview of Outcomes

/Il
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We have provided recommended outcomes that reflect the most important elements of
personalised care and support, written as 'I' statements to describe what good care and
involvement looks like from an individual perspective. By personalising the service user
and family carer experience we seek to encourage and support NSFT staff to think about
the care they are providing and to evaluate how NSFT's aspirations are being met and
identify what needs to change. The 'I' statements can form a basis for a really good
conversation in Care Groups and locality forums to focus on making things better,
supporting coproduction and embedding a truly personalised approach to mental health
care in NSFT.

Access and unmet needs:

1. I know that | will be told how I can contact the person or team responsible for my care.
2. I know I will be told who else I can contact should my clinician be unavailable.

3. I know and trust if | leave a message, | will receive a call back in a timely way.

4. I know who to call if my mental health changes and | enter a crisis.

5. | know that if other teams in NSFT also provide support me, (such as Home Treatment,
First Response Service, crisis care, and inpatient care) they will inform my lead clinician/or
care coordinator and ensure continuity of care.

5. | know that my treatment plan and appointments will take account of my specific needs.
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Complaints:

1. | feel confident to speak up.

2. | felt that the process for making my complaint was simple.
3. | felt listened to and understood.

4. | felt that making my complaint made a difference.

5. | would feel confident in making a complaint in the future.

Crisis Care, First Response Service (FRS), Psychiatric Liaison and

Suicide Prevention:

1. I know they will INVOLVE and INFORM me of crisis support options that may help me.
2. | know they will SHARE with me that they have understood me.

3. I know they will be thoughtful and be clear about the TIME they can give to me and their
availability for support.

4. | know they will EMPATHISE and ENCOURAGE me to stay safe and EVALUATE what
needs to happen next.

5. I know they will support me with a clear plan that confirms the NEXT STEPS in my treat-
ment and care. | can trust that my care and support is coordinated, and everyone works
well together and with me to help keep me safe.

Care Planning and Medication:

1. All my needs as a person are assessed.

2. My family carer/family have their needs recognised and are given support to care for
me.

3. lam supported to understand my choices and to set and achieve my goals.

4. Taken together, my care and support help me live the life | want and to the best of my
ability.

5.l work with my team to agree my care and support plan.

6. | know whatis in my care and support plan.

7. L know what to do if things change or go wrong.

8. I'have as much control of planning my care and support as | want.

9. | can decide the kind of support | need and how to receive it.

10. My care planis clearly and accurately written on my record.

11. | am involved in planning the regular reviews of my care and treatment, my care and
support plan.

12. | have regular, comprehensive reviews of my medicines.

13. When something is planned, it happens.

14. 1 can plan ahead and stay in control in emergencies.

15. | have systems in place to get help at an early stage to avoid a crisis.
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16. Communication

17. | tell my story once.

18. Iam listened to about what works for me, in my life.

19. | am always kept informed about what the next steps will be.

20. know that I will be told how | can contact the person or team responsible for my care.
21. I know I will be told who else | can contact should my clinician be unavailable.

22. l know and trust if I leave a message, | will receive a call back in a timely way.

23. The professionals involved in my care, talk reqularly with my family carer, and ensure
they are supported.

24. The professionals involved with my care talk to each other. I know that if other teams in
NSFT also provide support me, (such as Home Treatment, First Response Service, crisis
care, and inpatient care) they will inform my lead clinician/or care coordinator and ensure
continuity of care.

25. We all work as a team.

26. Ialways know who is coordinating my care.

27. I have one first point of contact.

28. They understand both me and my needs.

29.1can go to them with questions at any time.

30. I know that my treatment plan and appointments will take account of my specific
needs.

31. | have the information | need, and am supported to use it, so | can make decisions and
choices about my care and support.

32. | have information, and support to use it, that helps me manage my needs.

33. | can see my health and care records at any time.

34. | can decide who to share them with.

35. | can correct any mistakes in the information.

36. Information is given to me at the right times.

37. Itis appropriate to my needs and circumstances.

38. It is provided in a way that I can understand.

39. 1 am told about the other services that are available to someone in my circumstances,
including support organisations.

40. lam not left alone to make sense of information.

41. 1 can meet/phone/email a professional when | need to ask more questions or discuss
the options.

42.When | use a new service, my care plan is known in advance and respected. When |
move between services or settings, there is a plan in place for what happens next.

43. I know in advance where | am going, what | will be provided with, and who will be my
main point of professional contact.

44.1am given information about any medicines | take with me —their purpose, how to
take them, potential side effects.

45. If I'still need contact with previous services/professionals, this is made possible.
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Discharge from NSFT Integrated Delivery Team (IDT) to the Suffolk

Mind Connect Service.

1. lam listened to and involved in my discharge planning

2.l work with my care coordinator and professional team to plan towards my discharge.
3. lagree my discharge plan and am supported to live the life | want and to do the things
that are important to me as independently as possible.

4. | know whatis in my discharge plan and ongoing support plan.

5. I know what to do if things change or go wrong.

6. I know who will be supporting me with my medication and how to arrange a medication
review.

7. ' have as much control of planning my discharge and support as | want.

8. | can decide the kind of community support | need and how to receive it.

9. My discharge plan is clearly and accurately written on my record.

10. My GP is informed of my discharge and provided with the information they need to
enable them to continue my ongoing healthcare in the community.

11. | am supported to plan and stay in control.

12. | feel safe and am supported to understand and manage any risks.

13. | have systems in place to get help at an early stage to avoid a crisis.

Listened to & Understood

1. I know I am listened to with kindness, compassion, and respect.

2. | know my experiences will be understood and validated.

3. lam provided with options.

4. | make decisions that are respected, and I have rights that are protected.

5. lam supported to understand risks and uncertainties in my life.

6. | know how to contact to the person or team in charge of my care when | need to.
7. lknow my plan of care.

8. 1am not ignored or forgotten.

Quality of Service

1.l am treated with empathy, dignity, and respect.

2.l am supported in shared decision making.

3. lam asked about my experiences and my feedback is used to improve services.

4.l understand the roles of the members of my multidisciplinary team and know how to
contact them about my ongoing healthcare needs.

5.1 can access mental health services, including crisis support, when | need them.
6.1am able to jointly agree my care plan with health and social care professionals,
including my crisis plan if  have one.

7. | receive daily one-to-one contact with mental healthcare professionals known to me
and I reqularly see other members of the multidisciplinary mental healthcare team.

8. | can access meaningful and culturally appropriate activities 7 days a week, not restricted
to gam to 5pm.

Overview of Outcomes 60



Service User and Family Carer Participation

1. I know and can see evidence that service users and family carers are supported to drive
the direction of the Trust.

2. | know my contribution to coproduction is valued, actioned and makes a difference.

3. I know the Trust provides a range of opportunities for service users and family carers to
be involved and to contribute to the Trusts work.

4. | know the Trust encourages open and honest, purposeful involvement and participation
to influence quality improvements and Ql projects.

5.1 can see and feel that the Trust is working to continuously improve the experience of
service user and family carer participation, to ensure it is valued, meaningful and
enjoyable.
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Appendix One - LISTEN model for Crisis Care
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