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About this publication

In this publication we present focused feedback on service users and
family/parent carers experiences of being discharged from specialist mental
health services. This report supports our feedback and conversations at the
Suffolk Mental Health Focus Group held by Healthwatch Suffolk on 29" March
2022, which focused on service user experience of discharge from secondary
care services, together with an introduction and discussion with members of the
MINDS Study!. This research project with Norfolk and Suffolk NHS Foundation
Trust (NSFT) aims to improve the outcomes and experiences of those being
discharged from mental health hospitals.

Our feedback relates to mental health services in East and West Suffolk
provided by NSFT, through the East Suffolk and West Suffolk Care Groups. It
includes feedback from inpatient services and a range of community and some
mental health specialist services. We provide a summary of feedback between
2015-2019 and a review of feedback received since 2020, which was the start
of the Covid-19 pandemic, to date. Nationally, the pandemic has seen significant
increase in the numbers of people asking for mental health support. NSFT has
seen higher demand on its services over the past two years

National data reports that around 50,000 people leave mental healthcare
hospitals every year. Currently available figures from NHS Digital® reports that
NSFT had contact with over 20,000 adults in Norfolk and Suffolk at the end of
their reporting period for January 2022. 375 adults were accommodated as
inpatients, called ‘open ward stays’ for the same reporting period.

Whilst we cannot identify specific data on the number of people discharged from
NSFT each year, it's clear that throughout a person’s individual and unique care
pathway, discharge from services is an inevitable part of a person’s experience
of mental health care. Being discharged is a critical transition point for an
individual on their journey to personal recovery.



Whilst some people experience this as a positive part of their recovery, others
experience it as a difficult and distressing, that can also present risks to their
recovery and care if not managed with consideration and sensitivity.

A national survey* carried out with 1,221 people by the national charity Mind in
2017 found that 40% of people leaving inpatient mental health care have no plan
in place to support them after they leave.

National Mind on their website* additionally report the following national
statistics and risks associated with discharge from inpatient mental health care.
* One in ten people are not followed up within a week after leaving hospital.
e On average one in 20 people with mental health problems who are discharged
from hospital are readmitted within 30 days.
* People are most at risk on day three after leaving hospital.
* People who are not followed up within a week after leaving hospital are twice
as likely to try and take their own life.

Whilst SUF has not conducted a specific survey about discharge, our charity
gathers service user and family/parent carer feedback through our engagement
work with service users, peer support and peer advocacy roles. By connecting
areas of individual feedback together, we draw together key themes and emerging
trends in people’s mental health experience. This is reported in our Making Our
Voice Count publications, which are presented to providers, commissioners,
strategic partners and to the Care Quality Commission (CQC), to assist with
service and quality improvement, decision making and to promote coproduction.
This enables providers and commissioners to understand and actively respond to
the current lived experience of people with mental health and emotional wellbeing
needs.

When we presented this report to NSFT, senior leaders responded. This report
contains some information about what NSFT is doing to tackle the concerns raised.
We are starting new conversations about discharge from the trust’s mental health
services, enabling meaningful involvement and coproduction between service
users, family/parent carers, and NSFT staff. Only together can we make positive
change happen.

Jayne Stevens
CEO, Suffolk User Forum
6" September 2022
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Looking back

Service user and family/parent carer feedback
about discharge from mental health services
2015-2019

Service users and family/parent carers have been raising concerns about
discharge from mental health services in East and West Suffolk since
approximately 2015. Service user feedback during the period 2015-2017 included:

e The experience of being discharged at short notice without any or very little
discharge planning.

e Long delays in GPs receiving discharge letters, with some patients waiting for
one to three months for their GP to receive this important correspondence.

e Discharged patients and service users reporting that they did not receive a copy
of their discharge letter.

e Service users being required to ask their GP for a copy of their discharge letter
as the trust had not provided them with a copy.

e Concerns about the content of discharge letters, and the way in which
professionals described service user’s needs, experiences and circumstances.

e Lack of family/parent carer involvement in discharge planning.

e Patients being discharged as homeless without their housing needs being
addressed.

In response, working with NSFT, service users, and family/parent carers at the
East Working Together Group we supported conversations with staff and senior
management to support the triangle of care. This improved involvement of staff
with service users and family/parent carers. It saw the development of new carers
leads in community mental health teams. It also saw developments of NSFT’s new
ICT software (Lorenzo).

We urged NSFT to develop a process for ensuring service users (and/or
family/parent carers) and GPs received timely discharge letters. NSFT addressed
this in 2016, when the NSFT updated its ‘Discharge from Trust Services policy and
procedure (Policy number C70b-version 5). Updates included the sharing of
information through a written letter for service users/family/parent carers upon

discharge and simplied the process for sending discharge letters to GPs.
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Both discharge templates are available through the NSFT’s ICT system Lorenzo.
This was confirmed for staff in NSFT’s Discharge Policy. See extract below.

~_
Day of discharge
Complete Discharge Letter to Service User. This letter should:

+ Recognise the contribution of the service user in their progress and in developing their plan to maintain their health
* Include the service user's plan for managing their health

» Include what the service user f others can do if their health worsens or they experience a crisis

+ Give informaticn about prescribed medication

Send the following information to the GP {either by GP Discharge from Trust letter or by including in the above letter
to service user and copying to the GP)
= A summary of care and treatment and progress, diagnosis and ICD 10 codes, medications prescribed and
monitoring required, any physical health conditions and ongeing treatment / monitoring needs, known risks and
risk management
* The communication must make clear any concerns and / or consequences of non-adherence with medication
* Advice regarding how to make a new referral if necessary

If rermaining on 5117 and / or CPA, send copy of Risk Assessment, Care Plan and Core Assessment to receiving team,
service user and family / carer as appropriate.

Record in the health record

Ternplate Discharge Letters are provided on Lorenzo, "Care Process’ chart = 'Discharge’ tab.,
It is important to use these templates as it makes the information available to other clinicians.

Whilst service users and family/parent carers valued this improvement, feedback
soon after confirmed that service user (or their family/parent carer) were still not
receiving their own copy of their discharge letter and discharge plan straight away,
as set out in the policy. The accuracy and quality of discharge letters to date still
remain an area of concern and one which service users and family/parent carers
wanted more improvement. Service users (or their family/parent carer) have
reported that the way in which they had been written about in discharge letters was
distressing, hurtful and in some cases completely incorrect and inaccurate.
Family/parent carers continued to state that they had not been fully involved in their
relative’s discharge plan and process. Further that they felt unvalued and
uninformed.

It was agreed in approximately 2018, at the East Working Together Group, that
these discharge issues would be taken forward as a Quality Improvement (QI)
Project within NSFT. Those service users who were interested in taking part were
informed they would be supported to take part in QI training, in advance of the
Discharge QI project.

However, despite many promises recorded in minutes of NSFT meetings, in
publicity information on NSFT’s previous website about the key focus for People
Participation Leads and promises in emails, this commitment to date has not been
fulfilled.



Whilst we know that a recent QI project (Late 2021-March 2022) has taken place
for people receiving dementia care in East Suffolk, there is a need for a full QI
Project to ensure safe and coproduced discharge from all NSFT’s services.
However, NSFT and young people have been working together on improving
communications for young people during 2021 and 2022. NSFT adult care has
committed to make sure it learns from that work to improve communication for
adults, sharing that project’s findings.

Service User and
family/parent carer
feedback February 2020-
April 2022

SUF data and statistics

Since January 2020 SUF has received feedback from 220 adult service users and
family/parent carer about discharge from mental health services in East and West
Suffolk.

97% reported negative experiences of
discharge from mental health services
222 2 (202 out of 220 experiences).

from mental health services
(5 out of 220 experiences).

% 2% reported positive experience of discharge
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discharge from mental health services

w 1% reported a neutral experience of
(3 out of 220 experiences).
This reporting period includes the Covid-19 pandemic, when the national response
urged NHS services to free up both staff and inpatient bed capacity for the
emergency response, and to also reduce the risk of infection.

Nationally an additional 2,441° people were discharged from mental health
hospitals in March 2020 compared to February the same year. In Suffolk this period
also saw the rapid development of a new service called Connect, which was
developed initially to support people being discharged from secondary care during
the pandemic. NSFT Suffolk Connect program supported around 1,300 patients
stepping down from Integrated Discharge Teams (IDT). NSFT placed 26
individuals across 14 Primary Care Networks, so individuals are now able to see
people in primary care to ensure that they receive timely interventions.

Since October 2021 NSFT moved its Crisis Resolution and Home Treatment teams
to offer services 24 hours, seven days a week. Both Mental Health Acute Liaison
Teams based in the Accident and Emergency departments in East and West
Suffolk are also 24/7.

NSFT introduced the Frist Response Service during April 2020, which provided an
urgent helpline for people with mental health problems, which took 6000 calls per
month until it transferred to NHS 111 mental health option two in April 2022. A new
Discharge to Assess Project® for mental health has also been set up, supporting
the safe and timely discharge of people who no longer need to stay in hospital.

It is important to note that our feedback in this report will not focus on the feedback
received during the first part of the pandemic, when new services were being set
up and mental health staff were re-allocated to support the wider NHS response to
Covid-19, as this has been covered in our previous publications of Making Our
Voice Count. The data in this publication also does not include feedback about the
discharge letters sent by the trust to approximately 3007 children, young people,
and their family/parent carers, also during the pandemic, which saw an immediate
response by the Trust to make improvements.



Key Themes - Service user and family/parent carer
feedback and experiences

Feedback from service users and family/parent carers of adults aged 18+ is
presented in this report in key themes. However, it is evident that much of the
feedback crosses over the different themes.

Central to each story is the need for individuals, as service users, family/parent
carers to be really valued, listened to, and respected as an equal partner in the
discharge planning process, to ensure that their needs are really met and that they
feel supported within this important stage of their recovery.

Discharge Key Themes:

© XN OAE WD

=
o

11.

Discharged without any planning, and with little or no discussion with
the service user.

No discharge letter sent and/or delays in receiving discharge letters.
Content of discharge letters.

Timing of sending discharge letters.

The involvement of family/parent carers in discharge planning.
Discharged for ‘non-engagement’ with mental health services.
Transition from inpatient care to community mental health care.
Medication.

Dual diagnosis.

. Feeling under pressure or coerced when discharge planning with

professionals.
Safeguarding and managing risk when discharge planning.

1. Discharged without any planning, and with little or no
discussion with the service user.

‘I was just sent a letter saying | had been discharged. It just made me feel not
wanted. It felt really impersonal, | don’t know where to go for help."
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‘I was referred to Bury South IDT in February. | have spoken to my care
coordinator only twice since that time and the second time she said she was
going to discharge me. | am not ready for discharge and have not received the
treatment agreed and still have not had a medication review which was
promised. | can feel my anxiety is building and | will be putting in a complaint
as | feel no-one is listening to me.”

‘I met with my support worker to discuss the care plan he wanted me to help
write, which as you know | have spent a long time doing. My support worker
then said they are going to discharge me in the New Year. | do understand as
| am attending Waves, but why ask me to contribute to a care plan after | have
been with them over a year without one, then say we are going to discharge
you, what a waste of my time and his.”

‘I have been made to feel as though people just don't care. | have been under
mental health services for some time being discharged and re-referred. This
time | only spoke to my care coordinator a couple of times. The first time they
asked for information from me, and we talked about all my issues. The next
time the care coordinator spoke to me they told me they were leaving so they
would discharge me. | complained and was kept under the Integrated Delivery
Team but was not allocated another care coordinator. However, | received
some counselling, but this stopped when the psychologist also left. It has been
six weeks now and | have not received any support. | have now received a letter
discharging me.”

‘I am very annoyed as | have been discharged again from NSFT. | was not
aware this was going to happen. There has been no letter or conversation about
being discharged. | am going to complain as this is the second time this has
happened, and | was assured the first time that this wouldn't happen again.”

“The community mental health team (Integrated Delivery Team) have ignored
everything that | have been telling them and have suddenly just discharged me,
| do not know what | am going to do now.”

“At the time | was receiving treatment | was told that my therapy would not just
stop but it did. | had always had a very good relationship with the IDT, Therapist
and Doctor, even the reception staff. | now feel abandoned with no support and
left with a Pandora’s Box of things to cope with opened by the psychologist who
just left.”



‘I had been told that | would have a planned discharge over about four weeks
and be supported to register with Suffolk Night Owls & WAVES and that it would
be a stepped down discharge from the IDT into these and other support
services | could access. But | was just discharged with no plans or support”

2. No discharge letter sent and/or delays in receiving
discharge letters.

“I had been an inpatient at Woodlands, and after | left went to see my GP. They
had not received any information about my treatment as an inpatient. A
discharge letter was not even sent to my GP!”

‘I am concerned that although NSFT has a very good discharge policy it is
not being followed. | 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.”

“l 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 and she said
that because | have been discharged from NSFT, | would have to contact the
surgery from now on.”

“My discharge letter was dated a couple of days after my actual discharge but
was not received by my GP until 10 weeks later. | had been re-referred to NSFT
during that period, and the person at the IDT said there had been no changes
to my care. However, there had been; | had been discharged”.

‘I hadn’t heard anything from NSFT for some time because | was waiting to see
a specialist PTSD counsellor. | was waiting patiently. But because | was
struggling even more with my mental health, | went to see my GP to ask him to
chase this up. He called them and they informed him that | had been discharged
months ago. They didn’t tell me or my GP. This has played a massive part in
me having a breakdown.”

3. Content of discharge letters

"l requested a copy of my discharge letter, | was furious when | read it, it states
that | agreed to my discharge. | did no such thing."
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“The comments written about me by the psychiatrist at Woodlands in my GP
discharge letter were just discourteous. The discharge letter contained appalling
statements about me. It was just so insulting. | needed them to help me, to listen
to me.”

“I have been so offended by my discharge letter received two weeks ago. | feel
some of the statements about me are judgmental and critical.”

“I believe Lorenzo now orces the letters to be sent to the GP within 72 hours.
This is automated for staff, but it does not improve the experience of the person
being discharged. It doesn’t check the quality of the information sent to the
GPand it doesn’t check if the discharge letter is factually accurate.”

“There needs to be greater care in the way discharge letters are written. It's not
okay to refer to people as ‘attention seeking’ when they reach out for help when
experiencing suicidal thoughts”.

“‘NSFT needs to ensure its staff are more understanding and supportive and that
they prepare and write discharge letters in a more collaborative way.”

4. Timing of sending discharge letters

“I have now been discharged from Bury IDT. | am concerned. | have not been
contacted by my care coordinator; | just received a discharge letter in the post
over the weekend.”

“I have told NSFT please do not send out discharge letters out Thursday or
Friday, so they are received at a weekend...this was hugely distressing for me.”

5. Involvement of family/parent carers in discharge
planning

“My discharge was arranged with no involvement or discussion with my very
elderly parents, who are my carers.”

“No carers lead has contacted me, even though my relative has always given his
permission for me to be involved.”



“My relative has been discharged into the community for a month, and no-one
from the Trust has spoken to me about his health, other than once when my
number was phoned by mistake by the community team, and indeed the clinician
was helpful on that occasion, to the extent that | learnt there was no care
coordinator and that he was on a waiting list.”

“I have concluded that | am not a pushy carer, and | find it difficult to phone up,
ask gquestions 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 regularly make
contact with 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.”

‘I have often heard of patients being discharged from hospital too soon, or
without support in place, and the terrible things that have happened as a result.
From my own experience as a family carer, | can now completely understand
this and strongly believe that something needs to be done and the procedures
that have been put in place must be followed. | also believe the carer and family
need to be listened to properly and involved more during the whole sectioning
process.”

“No-one knows a child, parent, sibling, spouse better than family and | don’t think
enough importance is given to our views.”

“We attended the review meeting with a different psychiatrist, senior nurse,
discharge coordinator and care coordinator. Both of us were under the
impression this meant a discharge plan would start to be discussed so he could
leave in a week or so. However, we were advised they had all had a pre-meeting
and decided our relative was ready to be discharged there and then.

We were both shocked and | made it clear | was not happy as our relative had
not had a needs assessment or any therapy. | was advised supported
accommodation in a flat would take a few weeks unless they went into a hostel.
| knew our relative would not cope in there because of his Asperger’s so after
assurances he would not “fall through the gap” and because | was concerned
the influx of new patients would set him back, | agreed to take him home.
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| was not happy but felt | had no choice and | felt | should have been in the
pre-meeting to discuss the situation without my relative being there. | did not
even have a chance to discuss it with my husband to see if he agreed. It also
meant we did not have a chance, as a family, to discuss what would happen
when he came home and to set some ground rules...I felt caught in the middle,
with no choice.”

“I am a family carer and visited my relative in hospital only to be told they were
being discharged Christmas Eve. There was no contact or consultation with me.
Transport was needed to facilitate this; however, the transport would only let my
relative take two bags with them so my relative had to leave personal belongings
in the hospital, for me to collect another time.”

6. Discharged for ‘non-engagement’ with mental health
services

“I found it hard to engage with my care coordinator as all they wanted to focus on
was getting me back to work and for me to attend the recovery college. | am not
ready for either of these steps just yet. | felt unable to build a rapport or working
relationship with them as they just did not listen to me. | told my care coordinator
that our working relationship was not working and asked if | could have another
person as my care coordinator.

This was agreed but by then | felt even worse and did not feel | could contact
them. | did not reply to a voice mail from the new care coordinator and have now
received a discharge letter. | have been discharged for ‘non-engagement”.

“My care coordinator wrote absolute rubbish in the discharge letter to my doctor.
They said that I'd not engaged with mental health services and that | wasn't
working hard enough to make changes that | needed to make.

They said this knowing full well that all the time | was working with them, | was
trying my absolute hardest to hold a marriage together, and that it's been so hard,
with the triggers associated with my parent’s divorce when | was a child. Being
discharged now just makes everything hopeless and impossible.”



“My relative was recently referred to NSFT for an assessment of their mental
health. They live with schizophrenia and their mental health has become bad
again. Our GP was great and made the referral, but my relative did not attend the
assessment appointment. This was because they were just so unwell. However,
NSFT would not listen to me, and about a week or so after the appointment, my
relative received a letter saying they were discharged. They are so very unwell. It
will end up with them being sectioned again.”

‘I have been discharged from NSFT because | was unable to attend the
assessment appointment. After waiting months for the appointment, it came
through for a date, just a couple of days before my mother’s funeral. | had so
much to arrange, was trying to cope with the sudden bereavement and asked for
a different date a few weeks later. They would not re-arrange it. | was therefore
discharged for non-engagement and have had to be re-referred by my GP again.”

“My new care co at Ipswich IDT, who | had only met once for less than an hour,
did not listen to me or read my notes. They just told me that because | was not
willing to engage with a certain part of my care plan, then | was not engaging fully,
and they would discharge me. | was engaging with everything else; | have never
refused anything before, and this is only a small part of my recovery plan. It was
not the major issue. My old care coordinator was always telling me | was making
progress. The icing on the cake was when | asked about the medication | am on
(which is a lot of different types) and my care coordinator told me to “Just ween
yourself off” and then left. | just wanted to say thank you to SUF for listening and
for all your time, advice, and kindness you gave me, without you | would not have
been able to cope with this. | have now contacted NHS complaints and CQC to
complain.”

‘I am on my guard with the mental health teams as we are treated as though we
are something disgusting on the bottom of their shoes. They discharged my son
from services even though he was extremely unwell (suicidal) as he was not able
to engage via Zoom on his phone. Mental health services know that he has to
have face to face appointments, as it has been this way for years and years.”

“Despite the fact that Turning Point and my counsellor and GP have all said that
| am not fit to be discharged, NSFT still went ahead and done it.”

“I was unable to attend my last appointment. | felt a bit better the next day and
contacted them to say | was sorry | missed the appointment but that | had felt very
mentally unwell.
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They said that they have discharged me from services, and | would have to be re-
referred. | could not believe this. There is no understanding or support
whatsoever. | am not going to bother my GP, it just made me feel worse.”

. Transition from inpatient care to community mental health
care.

“There is consistently a theme of lack of effective communications that seems to
be even in Woodlands and 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.”

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

‘I was discharged from Northgate Ward, Wedgewood without any telephone
numbers to call or any support. | was told there was no care coordinator available
for me at the IDT. | have had no contact from anyone except SUF for a whole
week since my discharge.”

“Following discharge from Woodlands my son’s care coordinator and | both put in
a referral to Adult Care services for my son to have a needs assessment over two
months ago. | ended up sending several chase up emails but nothing happened
until | sent one to the Head of the Department. My son will have left hospital two
months ago on Friday and | am disgusted and angry that this is taking so long to
sort out.”

. Dual diagnosis

“I am not being listened to by my care coordinator, who has told me they are going
to discharge me from the IDT. They said that my mental health issues are
because | drink alcohol, even though | don'’t drink now following my detox.



10.

My Care Coordinator just keeps saying that until | stop drinking the IDT will not
help me. My G.P. Link Worker and Turning Point have contacted him to say that
| should not be discharged from mental health services. It is making me extremely
anxious that | will be discharged and will not have the support | need.”

“I have received a diagnosis of Autism and Asperger's later in-life and received a
good service from NSFT for assessment and diagnosis, but felt unsupported after
this process, and, when | was discharged.

Services are not set up to support people with co-occurring diagnosis and needs,
particularly regarding autism. That’s why they discharge people. All front-line staff
need to know and understand how they can better support and enable people
with Autism to have the support they need.”

“Ipswich IDT have discharged my adult son from their services as apparently his
Learning Disability and mental health problems have gone away and he no longer
needs help!”

“The psychiatrist just kept focusing on my use of cannabis and could not
understand that the problem was my mental health. | was discharged anyway.”

. Medication

“My medication was changed when | was an inpatient. When | was discharged, |
was not supplied with new tablets and could not take the increased dose. This
took days to sort out with my GP.”

“When my son was discharged from the inpatient ward, | was only given one days’
worth of his medication. | was told that they will make a 72hr assessment request
with the IDT. But | was not told what this means or what it involves. | think if it
means they will see him in 72 hours after discharge, then | do not know how | will
get the medication he needs after his 24 hours of discharge.”

Feeling under pressure when discharge planning with
professionals

“When doing discharge planning on the ward, | know lots of professionals all need
to be involved, but it can be intimidating when there are lots of people in the room.
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| need to have someone else with me, to support me.”

“‘My husband and | attended a review meeting to discuss our sons discharge from
hospital. The meeting was with our son’s psychiatrist and nine other medical
people, which was extremely daunting”.

“At the discharge planning meeting we tried to explain our son’s history, but the
psychiatrist would not listen to us. The psychiatrist said our son would be
discharged in a few days. We made it very clear we were not happy with this
plan.”

“When planning for my relative’s discharge, | also told them all, that | was too
frightened to have them home at my house. My own mental health was suffering
because of the anxiety and stress. They were discharged anyway. | had no
choice.”

“My relative was due to attend a Tribunal at 2pm and he was due to see an
independent psychiatrist in the morning, which we were happy about as we hoped
he would see my son’s problem was more serious than the ward psychiatrist
understood. But before this could happen, the psychiatrist phoned me at 9am to
say he had decided the Tribunal would not go ahead because, in his opinion, my
son should be discharged. | was distraught and begged him not to and said | could
not have him home. He told me that my son would end up on the streets, but |
was adamant. | finally got him to agree to arrange a transfer to Woodlands with
my son as an informal patient.

| asked him not to tell my son that | would not have him home as he was already
very hostile towards me, and this would destroy our relationship. He agreed, but
| later found out he told my son exactly that.”

“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.”

11. Managing risk in discharge planning

“It is important to detail the issues that as a family we have faced in the last four
months. | am sure that, without our support, our son would have ended up being
sectioned again.



| am very angry with the psychiatrist at Hellesdon Hospital for discharging our son
because | feel he put his life at risk. | am also not happy with the psychiatrist at
Woodlands because | told him my fears. | was ignored, and now they have come
true.”

“l was struggling to cope with my relative’s admission and discharge. | am trying
to return to work after three months off sick with stress and anxiety.

My relatives care coordinator is also very concerned about my relative, as he
has gone downhill and is very depressed, anxious, and demotivated since his
discharge. He has even mentioned going back into hospital as an informal
patient to get the treatment he needs. He feels it is his fault he did not receive
the treatment he needed. | told him | had asked the psychiatrist when he would
receive treatment but was advised he had to be stable first and, as soon as he
was, they sent him home.”

“This has taken a massive toll on all of us and our mental health. We were
distraught when our daughter was sectioned but at least felt she would finally
receive the treatment she needed. In fact, everyone close to us said the same
thing. My daughter being sectioned could easily have been much worse but was
not enough for her to receive proper mental health support or to have the correct
discharge procedure followed, then | have no idea what will be. Our situation is
now much worse.

“Since my wife has been in Woodlands, there has been constant talk of discharging
her despite her still being suicidal. | am anxious and scared that she is a danger
to herself and me. | feel that we are both being coerced against our will, to accept
a situation which is putting her at risk.”

‘I was told by a nurse that ‘| have spoken to the Doctor, and as you have
Emotionally Unstable Personality Disorder (EUPD) so there is nothing further that
we can do. You can be discharged now. This was the catalyst to sending me into
what | call ‘suicide mode’. | have been crawling on the floor in desperation...cutting
my wrists because of the pain | have been left to drag myself through.”

“My son had been put on medication on arrival at hospital before being assessed.
He was assessed as not having a mental health problem and discharged after 72
hours but was advised to continue with the medication. His medication was
increased three times.
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Following discharge, he is not getting any better, in fact he is presenting as worse
and becoming violent.”

“‘My partner was found dead in his flat this summer. | want to share his story
because | feel that he was left to ‘slip through the net’ with services. | believe his
death could have been avoided if the right steps were taken.

My partners official diagnosis was Schizophrenia Affective Disorder. He started not
taking his meds and was using both drugs and alcohol. He was well known in the
MH system and to the police as he was often violent. He was due to see the
Psychiatrist at Mariner House but missed three appointments as his life was
becoming chaotic. They discharged him.

He subsequently had a telephone appointment with his social worker who told him
there was nothing wrong and discharged him from Adult Social Care. Things
spiraled out of control, and he was continually taking drugs and alcohol, ultimately
leading to an overdose, causing his sudden death.

| believe if more thought was given as to why he was not attending appointments,
more understanding of how he managed his difficulties, then he would have had
better support, and things would have been less likely to have become so out of
control for him”

Conclusions

We would like to thank all service users and family/parent carers who shared their
experiences of discharge from mental health services with us. The common
themes are.

. Poor discharge planning

. Lack of involvement, listening and thoughtful communication

. Lack of understanding of family/parent carers’ needs and/or the impact on
their wellbeing and mental health

« Poor risk assessment and safety planning.

People’s individual stories in this feedback show that their experiences of
discharge from both inpatient and community mental health services are still similar
to was found in 2016.



The trust’s revised discharge policy in 2016 contains clear and well-defined
guidelines for staff. Our feedback shows that staff do not follow this policy and
procedure, or the National Institute for Clinical Excellence (NICE) guidance
contained in the document titled ‘Discharge from inpatient mental health services
to community or care home support’ (last updated 30 August 2016).2 Service users
and family/parent carers understand that NHS and local authority mental health
services are under huge pressures, with growing demand, constrained finances,
and insufficient capacity, exacerbated by a lack of single person’s and specialist
mental health supported housing.

However, the impact on people when they are not listened to and cannot get the
support they need is increasing vulnerability, sense of powerlessness, relapse into
mental ill health including depression, anxiety, self-harm, violence to others, family
breakdowns and associated anxiety and depression for family/parent carers. It is
a costly and short-sighted approach to mental healthcare, which takes a
preventable toll on people and their families.

NICE guidelines state that discharge planning should include staff working
together with service users and their family/parent carers to put in place a
discharge plan to ensure people are safe, have ongoing support to meet their
needs and to know who to contact should they need further help.

The trust, in its People Participation Strategy,® sets out its ambition to ensure that
participation is effectively embedded in care, services, and strategic decisions.
Marie Gabriel CBE, former Chair of the Norfolk and Suffolk NHS Foundation Trust,
in the foreword to this document states.

“We believe that service user and carer participation is a right and that it is
everyone’s responsibility, regardless of our role. It is a right because it is
about the individual’s mind and body; it is a right because service users and
carers bring unique insight as the people, we, as an organisation, are
expected to benefit; it is a right because NSFT is publicly funded, so it is
service user and carer money we are spending.

Effective participation begins with recognition and respect for each other,

recognising the equal but unique role we all play in shaping our care,
Improving our services and in making effective decisions.”
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With an expressed commitment “to support people to live their hopes, dreams
and aspirations” and an ambition “to consistently be ‘working together for better
mental health’, encompassing our core Trust values in all that we do” there needs
to be a real demonstrable commitment to ensure that service users and their
family/parent carers really do experience a discharge process that is based on
working “positively...respectfully...together”.

Posifively...  Respectfully...
NSFT PRINCIPLES — PEOPLE PARTICPATION STRATEGY

Whilst the MINDS Study project may well contribute to understanding more about
the problems using realist research!® and systems approaches to understand all
the steps in the discharge process from the point of view of the people involved, it
could be argued that the key to effective discharge is for all staff to actively value
the people and families that they work with.

Where discharge has worked well for people, it is where service users and families
have been fully involved in the process, where they have been provided ongoing
support that meets their personal needs, lives, and wishes, and where they have
been an equal and valued partner in the discharge planning.

The trust needs to move away from delivering care that is ‘done to’ people and
must demonstrate their commitment to ‘working and doing together’, embracing
the unique ability of people who have experience of using services as advisors and
leaders in quality improvement.



Call to Action

The trust needs to ensure a significant culture change where individual
practitioners truly value the individuals in their care, and their family/parent carers.
Too often people do not feel valued, heard, or respected and experience services
as done to them, instead of enabling individuals to be active participants in their
own or loved one’s care. The trust’s values and current policies are effective when
they are acted on, but in many areas of care they are not being consistently
followed.

Mental health professionals must understand that discharge is a pivotal point in
recovery and that when it is poorly managed it represents a high risk of harm and
distress that can result in re-admission and re-referral back to secondary care
services. Any discharge planned must involve the patient and family/parent carer,
be effective, safe and supports individuals as well as giving time for all concerned
to prepare for the discharge. Making sure there is support that enables them to
safely step forward for their ongoing recovery. Service users and family/parent
carers are demanding for urgent changes in practitioner behaviour.

On behalf of service users, family, and parent carers we make the following call to
action.

1. That NSFT as an organisation ensures that all practitioners use the LISTEN
model (see Appendix 1) to underpin discharge planning.

2. To ensure that service users, family and parent carers are genuinely listened
to and enabled to be equal participants in their loved one’s recovery and
discharge planning.

3. Risk assessment and safety planning should be integral to the LISTEN ‘N’ for
‘next steps’ together with plans for self-care within people’s local
communities.

4. SUF is committed to working with the trust to support the improvements

required by the Care Quality Commission in their latest report on the trust,
published 28™ April 2022.
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5. Working together with local partners we wish to ensure that the experience of
service users and family/parent carers are central to the trust’'s wider
improvement plans.

6. Working with NSFT local leadership we will ensure discharge is identified as a
key priority for coproduction, involving other mental health system partners and
representatives from newly commissioned services (including the new
Connect Service and Crisis Café’s) to identify the issues that impact on
delivering a safe and effective discharge and to coproduce solutions,

7. To ensure that everyone leaving hospital or being discharged from community
mental health services provided by the trust, are fully involved in their own
discharge plans, and get the care and support they need, including
family/parent carers.



Appendix 1

LISTEN was developed in coproduction with service users, family/parent carers
and clinicians in East Suffolk, following concerns about people’s experience of
crisis care services.

The model underpins the need for professionals to really listen to service users
and family/parent carers, to validate feelings and experiences, building shared

understanding and agreeing next steps for support.

Whilst initially created for crisis care, the model has value in all mental health care,
including discharge from services.

Listen Involve Shared Empathise
and validate and  [understanding | be clear
concerns Inform | achieved | aboutyour | Encourage | made clear
Look at | the service and availanility | responsibility | and Never
crisis / care | user and Safety and be then end the
planand | carer of the Issues awareof | Evaluate | contact
general immediate | established | your Tone | whathas | without
options options of voice been aplan
available agreed
LISTEN was developed by service users, carers and clinicians in East Suffolk, !EB
to help those who work with people in distress Norfolk and Suffolk

NHS Foundation Trust
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