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The co-production partnership
Since summer 2018, Healthwatch Suffolk,
Suffolk User Forum, Suffolk Parent Carer
Network, Suffolk Family Carers and Ace
Anglia have been working to shape and
inform the future of mental health services
in Suffolk.
The case for change is well documented
by the bodies that represent the views of
service users, carers and professionals. The
negative impact of poor access to good
quality and timely provision, particularly
around crisis care needs, has meant many
people have gone without the support
they need with detrimental, and at times
tragic, consequences for their quality of life.
Put simply, the outcomes for people
experiencing mental health problems in
Suffolk are not good enough.
The original aim of the co-production
partnership was to run an independent
listening exercise capturing the views
of service users, families, carers and
professionals about what needs to be
different. This work was called “A Very
Different Conversation”.

In total, the partnership had 4,430 direct
contacts with members of the public,
received 737 online survey responses and
held more than 40 workshop sessions
across the county.
This wide-ranging engagement,
commissioned by the NHS, produced a
huge amount of data that Healthwatch
Suffolk analysed on behalf of the
partnership. The findings have been used,
alongside information provided by Public
Health Suffolk, to produce a draft Mental
Health and Emotional Wellbeing Strategy
for east and west Suffolk.
The final stages of this work will see the coproduction partnership continue to have
involvement in shaping what comes next
for mental health and emotional wellbeing
services in east and west Suffolk.
For a more detailed summary about
this partnership and “A Very Different
Conversation”, please refer to appendix A.

This report...
In June 2019, organisations in Suffolk
received a request from the Care Quality
Commission (CQC) for information
concerning services provided by the
Norfolk and Suffolk NHS Foundation Trust.
The request was made because the CQC
is planning to complete an inspection
of the Trust, which is currently under
special measures; a process designed to
ensure there is a coordinated response to
inadequate standards of care.
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In response to this request, Healthwatch
Suffolk offered to coordinate a joint
response to the CQC on behalf
of a partnership of organisations
previously created to inform the current
commissioning strategy for mental health
support in east and west Suffolk.
See information about “A Very Different
Conversation” above for information about
the partnership. See also the detailed
summary about this work in appendix A.

The request from the CQC states that
the feedback gathered will be considered
before the inspection to help identify
any current issues or concerns, specific
questions it will follow-up and any
additional services that may be examined
during the inspection.
Prior to the submission of this report,
Healthwatch Suffolk facilitated an
opportunity for representatives of the
partnership to meet with the Inspection
Manager in order to provide immediate
insight regarding current issues, concerns
or positive feedback.

For the purposes of this analysis, some
feedback has been excluded.
This includes experiences that clearly
relate to receipt of NSFT services prior to
the last CQC inspection of the services in
September 2018. Feedback about Norfolk
mental health provision has also been
excluded from this analysis.
This report will also draw upon other
sources of evidence available to the
partnership. This might include anecdotal
evidence, comments on Facebook, specific
reports or work completed by any one of
the organisations.

How information has been gathered
Examples of such data sources include:
All partners hosted a news item on their
websites that called for people to share
feedback about their experiences of
NSFT services on the Healthwatch Suffolk
Feedback Centre.

•

•
This same news item was shared
with stakeholders of the partnership
organisations, including features in various
newsletters. Additionally, Healthwatch
Suffolk funded a period of Twitter
advertising.
The Feedback Centre is a platform through
which people can search for local NHS and
social care services, see what people have
said about them and leave feedback.
All feedback submitted to the Feedback
Centre is moderated to ensure it is based
upon a genuine experience of using
local services, does not identify any one
individual and is not abusive in any way.
Providers of care have the opportunity to
respond to patient comments listed on the
Feedback Centre. A number of providers
are proactive in doing so, sometimes
highlighting things they will action or do
differently to improve people’s experiences
of their services.

•
•

•
•

Comments from children and young
people that have most recently
participated in Healthwatch Suffolk’s
“My Health, Our Future” project.
Responses to Public Health Suffolk’s
Perinatal Mental Health Survey.
Specific anonymised cases shared with
Suffolk Parent Carer Network.
Healthwatch website news feature
comments or signposting case
examples.
Suffolk User Forum feedback.
The NHS website.

The aim of this report is to offer a view
on the current state of NSFT services
and whether people are reporting
improvements to their care.
The quantities of feedback reported are
not sufficient to claim that the opinions
expressed are representative of the entire
Suffolk population. We do however feel
that the feedback provided is nonetheless
important and is likely to be a fair reflection
of patient experience.

Click to visit the Healthwatch
Suffolk Feedback Centre
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Analysis of partnership evidence
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At a glance summary
In total, 385 individual experiences have been gathered from people using services, their
carers and professionals. 14% are positive, 12% are neutral or mixed and 74% are negative.
This section outlines key themes identified within all of the feedback about NSFT
services.
Ratings
People have rated their overall experience within Suffolk
NSFT services as 1.9 out of a possible five stars. This rating
is based on 254 individual ratings.
Overall sentiment

Other ratings include:
•
•
•
•

Staff attitude (2.0/5 stars)
Waiting (1.5/5 stars)
Quality of care (1.5/5 stars)
Treatment explanation (1.5/5 stars)

14%

12%

74%

Top themes
The graphics below show levels of the dominant sentiment within six of the core
themes identified from people’s feedback.

97%

75%

66%

Access & Waiting

Support for young people

Treatment effectiveness

Based on 171 references

Based on 116 references

Based on 108 references

47%

95%

98%

Staff

Communication

Discharge from services

Based on 76 references

Based on 62 references

Based on 42 references
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Analysis of themes (All services and feedback)
Theme table
The following table shows a list of the main themes identified within feedback about all
Norfolk and Suffolk NHS Foundation Trust services. See from page 20 for service figures.
Feedback
total

Positive

Neutral

Negative

Access and waiting

171

1 (1%)

4 (2%)

166 (97%)

Support for children and young people

116

11 (9%)

18 (16%)

87 (75%)

Effectiveness of treatment

109

29 (27%)

8 (7%)

72 (66%)

Staff

77

24 (31%)

17 (22%)

36 (47%)

Communication

62

3 (5%)

0

59 (95%)

Neurodevelopmental support

52

1 (2%)

12 (23%)

39 (75%)

Discharge from services

42

1 (2%)

0

41 (98%)

Medication management

33

1 (3%)

2 (6%)

30 (91%)

Call-backs and replies from services

27

3 (11%)

2 (7%)

22 (81%)

Care planning

24

10 (42%)

1 (4%)

13 (54%)

Continuity of care

24

0

1 (4%)

23 (96%)

Carer involvement

23

6 (26%)

0

17 (74%)

Staff attitude

22

3 (14%)

2 (9%)

17 (77%)

Sufficiency of support (Length of
treatment)

20

0

0

20 (100%)

Information and advice from services

20

2 (10%)

0

18 (90%)

Support in a crisis

20

0

0

20 (100%)

Administration and record keeping

19

1 (5%)

0

18 (95%)

Capacity and resource

17

0

1 (6%)

16 (94%)

Commissioning gap

15

0

0

15 (100%)

Diagnosis

14

2 (14%)

1 (7%)

11 (79%)

Cancellation of appointments

13

0

0

13 (100%)

Leadership of the Trust

12

3 (25%)

0

9 (75%)

Discharge planning

10

1 (10%)

0

9 (90%)

Theme

Table one - Theme totals (all feedback).
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Feedback and ratings
There was a combined total of 385
comments recorded about 21 services, 74%
of which were wholly negative.
Overall, people have rated Suffolk Norfolk
and Suffolk NHS Foundation Trust (NSFT)
services 1.9 out of five stars in the period
September 2018 to July 2019. Ratings
for community provision (e.g. Integrated
Delivery Teams) are lower than those about
NSFT in general.
In the same period of time, other Suffolk NHS
and care services were rated as follows:
•
•
•
•
•

Suffolk hospitals (5/5 stars - Based on
427 reviews)
Suffolk GP practices (4/5 stars - Based
on 1,928 reviews)
Emergency services (3.5/5 stars Based on 32 reviews)
Social care services (3/5 stars - Based
on 36 reviews)
Pharmacies (4/5 stars - Based on 34
reviews)

Healthwatch Suffolk records large quantities
In focus: Waiting at appointments
of positive feedback about other providers.
An attempt has been made to seek feedback
from across the Healthwatch network but
the partnership has been unable to identify
data that can offer a useful comparison for
the purposes of this report.
Themes
The following themes have been identified
within the combined data set.
Treatment effectiveness and sufficiency of
support
When describing their access to services,
people often offer insight as to whether they
feel their expectations of treatment were met
and whether the support they had received
was sufficient.
129 comments have been identified within
these themes, of which 22% are positive,
6% are mixed and 72% are negative in
sentiment.

The current rating (July 2019) for all NHS and When considering feedback about treatment
social care services listed on the Healthwatch effectiveness (109 comments in total), 29%
Suffolk Feedback Centre is four stars.
are positive, 8% are mixed and 72% are
negative in sentiment. All comments about
The star rating for NSFT services in the
sufficiency/length of support (20 in total) are
period October 2017 to September 2018
negative.
(leading to the last inspection by the CQC)
was 2.4 stars (based on 91 individual reviews This theme is broad in definition and
on the Healthwatch Suffolk Feedback
encompasses mentions of many different
Centre).
factors related to treatment and support.
It is dominated by negative feedback, with
NSFT services have consistently remained
people often describing the level of support
the most negatively reviewed of all services
from services as being both ineffective and
listed on the Feedback Centre. Current
insufficient.
ratings have not shown any improvement in
ratings over time or since the last inspection For some, the treatment offered has not
by the Care Quality Commission.
been appropriate or relevant to their
particular needs. Others comment about
Ratings of NSFT services are somewhat of an the longevity of their support, the extent to
anomaly. The same level of negative opinion which they have been able to influence their
is not apparent within feedback recorded
support, inaction by professionals and a lack
about other NHS and care services. Indeed,
of responsiveness by services.
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Examples of negative feedback include:

“I was assessed for wellbeing, which was
just not appropriate for me. Saw the
Psychiatrist after that and was told ‘you
will get treated if you try kill yourself!’
What a thing to say. I find that shocking.
Prevention surely is better than needing
to access a higher level of service,
which clearly is also undeliverable. The
group courses were very fixed in the
way they are delivered (no flexibility,
understandably due to group sizes you
cannot help everyone individually). If
you have a questions, they do not
answer it, or say they will later then
do not. They also palm you off to the
Samaritans who are stretched and are
a charity. NSFT are funded to deliver
a service, which they do not do even
slightly well.”

happen Mid-January 2019. This is not
good enough! I need to be assessed
and supported. Do they not realise that
people can escalate, especially over
Xmas.”
“Just awful. Been in service 2 years
and no closer to any actual treatment.
Fobbed off with agency staff who don’t
care and are incompetent.”
Examples of positive feedback include:

“The perinatal Mental health service
based in West Suffolk has been
invaluable so far.”
“Person feels she has received a good
service from the IDT, she has an up to
date careplan which she has a copy of,
they also arranged for her to have a
support worker twice a week, she has
found this really beneficial.”

“Absolutely shocking lack of empathy for
teenagers who have battled with mental
heath from a young age. I cannot get
“I have a support worked who has
any help for my 15 year old son. He
helped me improve my confidence.
suffers from severe depression and
Also I have had support from
anxiety and won’t leave the house. I was
psychology that have helped with my
told to contact the emotional wellbeing
anxieties.”
hub but have received no help, or any
form of follow up or appointment. I am
Access and waiting
currently teaching myself about CBT so
I can deliver it to him myself!!!”
Data obtained as part of the “A Very
Different Conversation” engagement,
“I have had the session online about
indicated that access to services and
‘managing worry’. It was not fit for
waiting were a significant part of many
purpose for me. I asked questions in the people’s experiences of mental health
session that they could not answer and support in Suffolk.
said I need to go back to my therapist
for further support. I have never been
High levels of dissatisfaction with access
to services and waiting remain evident
given a named therapist. They said it
within this new data set. 171 comments
would be the person who I originally
have been identified within this theme, of
spoke to when being referred into
which 1% are positive, 2% are mixed and
this course. I still stated that I have no
97% are negative in sentiment.
number directly to anyone particular. I
was told I would get a letter for another
People frequently describe the difficulties
assessment. I did and it was for 2
they have faced when seeking a service,
months after the workshop, which was
a lack of access altogether or waiting
supposed to happen next Tuesday. I
had a letter today stating that it will now times for support that range from months
P. 10

to years.
In focus: GP Patient Survey 2018
“Took 4 years before someone actually
worked with my child, during which
time he had dropped out of education
completely...”
Problems with access and waiting are
compounded by other factors including poor
communication (see page 12) about current
status, discharge from services (see page
15) and regular appointment cancellations or
changes (13 comments).
Negative feedback about access and waiting
include:

“I should have been admitted to an MBU
but there wasn’t anything local.”
“12 week wait despite being told the
referral was a urgent priority. when
assigned a worker they left after 3
sessions. follow up wait was over further
2 months. patients vulnerability involved
a difficult pregnancy - single parent resulted in treatment of un licenced
medication. no face 2 face service
available - shockingly 1 telephone call
per fortnight. no support for diagnostic
referral.”
“I had to wait 5 months to get a response
from the well-being service.”
“If my GP did not prescribe me
antidepressants when I turned 17 I would
probably be in a really bad place, as I have
been on the waiting list for Wellbeing
Suffolk services for 5 or 6 months now.”
“Well waiting 6hrs for crisis team to
contact us,son on a suicide watch by me,
contacted GP and others to get them to
help and they got no where, which they
were very concerned about ,and very
worried about me and my son, after 6
hours there was a crisis team member,
who then done a assessment of my son
over the phone where he became very

The Wellbeing Gap
It is the view of the Co-production
partnership that people frequently
report concerns about access to
services because their needs are assessed as falling outside of the scope
of all potential support, even though
there is a recognition that treatment
is needed.
Usually people report that they have
been assessed as having a higher
level of need than is appropriate for
the Suffolk Wellbeing Service but are
then deemed to have not met criteria for further support. This means
people miss out on the support they
need.
Feedback of this nature is evident
within this data set:

“Useless not even assessing my 12
year old child who is self harming
and taking an overdose at school
wanting to end his life. Too high
support for wellbeing and too low
for camhs!!! So where does he sit
???? I rate overall minus stars but
no option to leave this blank”
“I also feel that thresholds are
extremely high and therefore
people are often not getting the
help/support they need due to
not fitting into their criteria but
not being appropriate for the wellbeing service. Therefore there is a
gap within the system. Resources
are limited and when patients are
within their service, trying to see
psychologists / receive therapies
etc. can be extremely hard due
to lack of staff, high thresholds,
waiting lists.”
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frustrated and shouting I need help, where
upon she then said I can not talk to you
in that state, and I took over then as he
walked out of the door heading towards
the railway opposite to where he lived,
end of conversation as I had to get him
back, since then he has been contacted
by the team but will not engage with
them, been to mental team, where he was
given another anti psychotic treatment,
drug ,and referred to I.D.T,now waiting to
hear it’s been 6wks still nothing, put on
medication and left it’s not very good.”
“We had assessment and diagnosed we
then started medication he is seen every
3mths for medication review and health
check for weight etc . We are just waiting
for a referral to have some further tests .
Very happy with the service once we got
seen it took far too long to get seen over
18mths.”
“...She has been suffering huge amounts
over the last few weeks, I won’t go in
to details but we’ve spent more time at
A&E than at home, we’ve had help from
different specialist teams but that help
consists of a 10minute phone call most
days and 30minute home visit once a
week...that leaves 9,080 minutes a week
without support! Us as a family and my
sister herself have been crying out for
help for weeks on end and we’ve been
told...‘we’ll find a bed in a secure mental
health unit’ - ‘We’ll find a bed in a care
home that specialises in her needs’ - ‘We’ll
find a foster home with specialised step
in parents to help her overcome all of
this’ - All of which have been lies just said
to keep us as a family ‘happy’ And in the
mean time my sister is still trying all she
can to end her life, she needs someone to
watch her literally 24 hours of the day to
ensure she’s kept safe but still manages
to do things to hurt or harm herself in
front of our eyes. Our family is being torn
apart by all the stress and worry, we are
all mentally and physically drained yet still
we don’t meet the criteria to access any
help or support. It breaks my heart to see
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such a young girl going through so much
and there’s nothing we can do to make
her feel better or keep her safe at home
yet the professionals say she doesn’t meet
the criteria, it seems you literally have to
be dead before the help comes running
and by that time it’s too late.”
Communication
The theme of communication consists of
62 comments. Of these, 5% are positive and
95% are negative in sentiment.
Feedback attributed to this theme tends
to relate to a lack of communication from
services,, leaving people without knowledge
about their status within them. Other
feedback includes generic references to poor
communication by services and not being
informed about changes (e.g. to care plans or
appointments).
Lack of call backs and responsive
communication is an issue for people
seeking support. 22 comments specifically
refer to this issue.
Examples include:

“Not really a surprise but I was re referred
to mental health by my GP back in jan.
Many weeks of waiting and I see the
access and then more waiting. A couple
of weeks ago I see bury north who will
call me Monday to confirm what they will
do (that was almost 3 weeks ago) I’m still
waiting............... So my for my go wanting
a psychiatrist to review my meds. Sadly
given previous experience with the team
it’s not a surprise. Not attempted to call
but I’ve been known to ring daily in the
past and no one calls back.”
“I suffer from mental health problems and
am under the IDT team at Mariner House.
I contact them, they assure me that I will
receive a call back, but I never do. This
has happened multiple times. They keep
saying they will call me back but I’m still

waiting. There is a real lack of support.
I have submitted a complaint to the
psychiatrists but - I’ve not heard back!!”
“I ended up in A and E last week due to
the fact i was at the end of my tether not
able to get hold of my Care-Co. This is a
long standing issue with IDT.”
“Left a message on the CRISIS phone
when I was in CRISIS Suicidal that was 5
months ago still waiting for a call back.”
“Promised appointments with service,
already on case load but appointments
didn’t happen. No response from them
after phone calls etc. We were left to deal
with her fragile mental health.”
Further examples of negative feedback
about communication include:

“No contact other than letter 14 months
ago apologising for wait but unable
to recruit staff. Checked jan 19 still on
waiting list. Pointless now... almost
finished school.”
“As a professional working in
safeguarding I work with NSFT a lot.
My experience of working with NSFT
is poor. In my experience NSFT do
not have enough training in regards
to safeguarding. My experience with
NSFT includes poor communication,
lack of insight into safety planning/
goals, lack of knowledge of safeguarding,
not communicating when they know
safeguards are open and there are
concerns, not gathering enough/correct
information and risky discharges. NSFT
must do better.”
Examples of positive feedback about
communication include:
“Our consultant has known our son
since he was 5. He gets him, which helps.
Always calls back/responds, doesn’t
always have a plan but then neither do
we!”

“Self-referred at a time of near crisis
for me. Response was prompt and I
was invited to a group introduction
at Lowestoft library. Stayed for all of 5
minutes - simply could not cope in that
environment. As I left a really delightful
man who was waiting in the wings (sorry
don’t know his name but he was just
wonderful) reassured me that I would
receive phone contact. Subsequently
I indeed had a 30 - 40 minute phone
assessment session - again with fantastic
support from the woman who rang.
Made me feel okay for the first time in
months - such empathy, kindness and
understanding. Offered me alternativesmore phone support, group sessions
and one-to-one sessions. I chose the
latter although the assessor did explain
the benefits of each type of support.
Received documentation through the
post to help me start the process. Had
several one to one sessions with a
supportive therapist. Therapist used the
prescribed documentation to structure
my sessions and this worked reasonably
well for me. I do not need further
sessions now but my anxiety is not
entirely resolved. I doubt it ever will be.
Yet I feel hopeful and comfortable in my
situation and know I can make use of this
professional service should I need further
help.”
Staff
Mentions of professionals working within
mental health services have been applied to
this theme. In total, there are 77 comments
about staff.
Unlike other core themes, the theme of staff
is not dominated by negative sentiment.
Feedback is mixed with 31% positive
comments, 22% mixed comments and 47%
negative comments.
There is some recognition that staff are
under pressure but are working hard to
meet peoples needs despite this. Positivity
P. 13

about staff tends to relate to positive staff
attitude (e.g. references to caring and
friendly staff) or a positive relationship with
particular staff members.
Examples of this include:

“Our consultant has known our son
since he was 5. He gets him, which
helps. Always calls back/responds,
doesn’t always have a plan but then
neither do we!”
“Like my nurse she helps me I have no
complaints. People here are unhappy
but I know lots of people who are happy
with the service they get. People in
twitter have been horrible to staff who
are caring and working hard. I thought
the NHS had zero tolerance. Have some
respect for the staff we need them.”
“Service user felt they had received a
service in a timely manner and that staff
had been friendly.”
“NSFT Carers leads are fantastic- go
above and beyond and we share good
working relationships with them.”
“Our next appointment was with
a Locum Psychiatrist who was
fabulous. After a few appointments
and observations and Connors
Questionnaires he diagnoses ADHD. my
son saw him every month and now the
medication is correct he will now see
him fortnightly. I did hear good things
about the Psychiatrist before I saw him.”
Negativity about staff is evident within
feedback that includes references to poor
staff attitude (17 negative comments),
perceived lack of staff training or skill and
poor complaints handling.
Examples of negative feedback about staff
include:
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“Worst mental health team I’ve ever
come across I’ve started a petition to
have one doctor to resign throw so
many failures, excuses and apologies.”
“Just awful. Been in service 2 years
and no closer to any actual treatment.
Fobbed off with agency staff who don’t
care and are incompetent.”
“The consultants were rude and
inconsiderate. The coordinators do
not have the time to speak to me, they
make snap judgements in the short
time they have whilst their mind is on
the next patient. I haven’t had any kind
of support that I badly needed.”
“Lack of skills with teenagers, no
empathy, no help or support and very
judgemental. Situation deteriorated
further and young person now seriously
unwell as nothing done at the time.”
“Su very concerned at the attitude of
the consultant psychiatrist, as found it
on more than one occasion to be rude,
dismissive and unpleasant, lacking any
respect. Su is considering making a
complaint.”
Related to the theme of staffing are
concerns regarding continuity of care.
There are 24 comments within this theme,
of which 96% are negative in sentiment..
People have reported set-backs in their
treatment because staff move on or take
long-term sick leave. Some consider that
they have been left without any support
in the absence of particular members of
staff. Conflict in decision making between
professionals is also noted as impacting on
people’s care.
Examples of this include:

“Care co-ordinator went off sick and
replacement staff member arrived late
so that there was a gap in the service
and loss of appointments, significantly
affecting su.”

“...she has been seen by so many
different psychiatrists in the department
as they kept leaving. She is on
medication and we saw him in October
still not had our follow up letter from
app and we hadn’t seen anyone
before that since the march. I feel the
department could be more efficient and
see children more often in regard to
medication.”
“Most cases of me seeking support
went poorly. Counsellors supplied by
the NHS kept either quitting, ignoring
appointments or removing me from the
program without informing me. Current
misses appointments frequently.”
“...the NHS like to play volley ball, they tell
you to see one person, and when you’ve
waited the eight months to see them,
they take one look at you and pass you
off to the next one”
Discharge from services
The theme of discharge includes any
reference to people’s experiences of
leaving services or being discharged from
them. The theme consists of 41 comments.
Of these, 2% are positive and 98% are
negative in sentiment.
This theme is highly negative in sentiment,
with limited positivity currently identified
within the data. Negativity is attributed
to a variety of factors that include speed
of discharge, being discharged because
of a missed contact by the service,
poor discharge planning resulting in
readmission and Trust discharge policies.
Examples of feedback about discharge
include:

“When my daughter arrived at
Wedgwood she had been on 1-1
observations for the previous few
months because her risks were high.
She had also not been in our care

since July 2018. Since becoming an
inpatient her behaviours had changed.
She learnt to ligature and head bang. 2
things of which we had no experience.
At the end of one ward round we were
told that she was now on a weeks
leave. This was without any discussion.
The net result was that my daughter
became upset on leave and started
to head bang. We had never seen
this before and tried to stop her. The
situation escalated and we had no idea
how to deal with it. She was distressed,
screaming, shouting, kicking and being
violent (something completely new in
our experience). We called the ward
and asked for help. They asked us if
we had PRN (something which had not
been offered to us or even mentioned).
Eventually, after more than a couple
of very distressing hours for all of us
(and our neighbours) we had to call
an ambulance to take her back to the
ward. We called the ward the following
morning to try to find out how to avoid
ever having to deal with a situation like
that again. At this point we spoke to a
wonderful staff member who told us
all about ‘safe self harm’. Surely, this
is something that would have been
obvious to explain to a family taking
their daughter home for a week after
being hospitalised for nearly a year. “
“My husband was so ill with depression
last year that he had two spells in
Woodlands psychiatric hospital in
Ipswich. He was let out too early after
his first stay and six weeks later tried
to take his own life, and was sectioned
as a result. The medical and care staff
did their best with limited resources but
this should never have been allowed
to happen, and the support to me has
only been offered after the suicide
attempt. The follow up is inadequate,
and I do not feel my husband is seeing
a psychiatrist or doctor often enough
although he is still depressed.”
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“My daughter was being treated under
the mental health team at Walker Close
and was gradually improving. The team
discharged her earlier than I felt was
appropriate, with absolutely no support
post-discharge. She has swiftly relapsed
and I have contacted the team but I
cannot get her re-admitted. I simply get
told to call the crisis team - who also do
not help. I have tried other avenues but
with no success - I feel like I am on my
own.”
“Mum concerned that he children
have both been discharged from
CYP pathway as they do not meet
the criteria, according to psychiatrists
for secondary care, despite having
significant problems. No real discharge
planning, Mum just informed they
would be discharged; no treatment
or care plan appears to be in place.
One child, aged 10 very violent, with
numerous attempts at trying to stab
family members; high levels of self
harm, with open wounds. Other child
aged 11, severe OCD symptoms. Mum
absolutely distraught.”
“I did not know that I had been
discharged from NSFT no one told me
or wrote to me the first I knew about
it was when I was talking to my GP
and she said that because I have been
discharged I will have to contact the
surgery from now on.”
“Mental health services have discharged
him from their care even though he has
continued to have breakdowns, to be
left isolated, to be unable to access ASD
specific mental health provision, unable
to access sensory integration therapy
and is not in a stable condition after
intervention. The lady explained she
felt he was being discharged at a time
when he is experiencing all of the signs
of someone intending to take their own
life.”
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“I am been referred to cahms about 5
times, each time they discharge me
without any help, I’ve had 4 counsellors
but they’ve always left to go to different
schools. i have been played around with
my mental health and well being. I don’t
have good experiences with it.”
Carer involvement
23 comments make a reference to the
extent to which carers feel they have been
involved in shaping the care of the person
they care for. Of these, 26% are positive
and 74% are negative in sentiment.
Negativity about carer involvement
can be associated with problems with
communication or coordination of
care, a lack of carer support and limited
involvement in care planning.
There are a number of positive comments
made about how the Trust is seeking to
involve carers or respond to their specific
needs. These include:

“NSFT Carers leads are fantastic- go
above and beyond and we share good
working relationships with them.”
“Some wards and teams are fantastic
and have a lot of carer focussed
opportunity.”
“There is a willingness to do things
differently- carers induction packs
and events and co-production are
examples.”
“At the OAG they also spoke about
making personal contacts with people
who are out of county- to apologise
to them- and the Trust as a new step
has undertaken to provide financial
assistance to those traveling to visit. All
indicators of value and sincerity.”

Examples of negative feedback include:

“My partner (at the time) had another
manic episode Jan 2018. GP, mental
health team, CIDT all contacted. Nobody
would act on my concerns because my
manic partner has the ability to conceal
her delusions at times. She since took
an overdose April 2018, was diagnosed
as bipolar, and still the professionals take
her word (when she isn’t clearly OTT)
as given. She was eventually sectioned
August 2018 and we have had to have
court involved for child arrangements.
Why do professional people take the
word of a manipulative, delusional
person, with history of being unstable
in place of actually listening to sensible
people around her?”
“Mum concerned that he children
have both been discharged from
CYP pathway as they do not meet
the criteria, according to psychiatrists
for secondary care, despite having
significant problems. No real discharge
planning, Mum just informed they
would be discharged; no treatment
or care plan appears to be in place.
One child, aged 10 very violent, with
numerous attempts at trying to stab
family members; high levels of self
harm, with open wounds. Other child
aged 11, severe OCD symptoms. Mum
absolutely distraught.”
“When I have attended meetings with
carers they seem to wait a long time for
interventions. There are also issues with
being discharged if carers don’t engage
– sometimes this is because of their
caring responsibilities or they are unwell
– they’re not given much ‘slack’.”

The Triangle of Care
The Trust is a member of the
Triangle of Care scheme; a national
model that offers key standards and
resources to support mental health
service providers and ensure carers
are fully included when the person
they care for has an acute mental
health episode.
One of the key principles of this
scheme includes that carers’ views
and knowledge are sought, shared,
used and regularly updated as
overall care plans and strategies to
support treatment and recovery
take shape. Also that “carer-aware”
staff welcome the valuable
contribution carers can make and be
mindful of carers’ own needs.
Discussions at the Healthwatch
Suffolk Mental Health and
Emotional Wellbeing Sub-Group
have questioned the extent to
which the Triangle of Care is being
honoured within NSFT.
In particular, at the point of
discharge from services, carers have
reported a lack of information and
involvement that means they have
become anxious about where to find
support should they need it.
In support of this, the partnership
has heard from parent carers with
real concerns about how their view
of risk of self-harm and possible
suicide are not taken seriously
within the Trust.

“No input into care plan, nor did carer,
only asked to sign it.”

P. 17

Care planning
Suffolk User Forum report having noticed improvement in care planning,
including that people have a plan in place and that they have been involved in its
formation.

Care planning
There were 24 comments about care
planning. Of these, 42% are positive, 4% are
mixed and 54% are negative in sentiment.
Positive comments are generally indicative
of individuals that are aware of their care
plan and have had involvement in creating
it with the services. Negative comments
reflect a lack of care plan or disagreement
with it.
Examples of positive comments about care
plans include:

“I am included in decisions about my
care and it feels like a real partnership.
They made adjustments to my
care when I told them I can’t attend
appointments in the mornings because
I work. Thank you.”

“No care plan made in 3 months of
meetings in my home. I was patient.”
“Care co does not understand me she
does not listen. She does not bring
information I have asked her for. My
benefits must be done and I want to do
Direct Payments so I can chose my care
not have to go via IDT. She originally
agreed then can not remember saying
it. She does not listen to me not done
my care plan.”
Support in a crisis

“Patient had input into his care plan,
knew who his named nurse was.”

There were 20 comments about support
during a mental health crisis. All of these
comments are negative in sentiment.

“Service user said he was happy with
the care he had received and had seen
his care plan and agreed with it.”

Generally, feedback within this theme
relates to concerns about a lack of
response from services when in crisis.

Examples of negative comments about
care plans include:

“Service User did not agree with parts
of her careplan, she felt she was not
listened too as staff would not change
it. This made her feel powerless and
misunderstood. Service User was very
distressed that she had been told by
her Dr that he was going to contact her
mother to discuss her childhood, she
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is estranged from her mum and does
not want any contact with her, Advised
to speak to the ward advocate. Service
felt that she was not included in her
own treatment as decisions were made
before she went into the ward round.”

Examples include:

“The mental health crisis team refuse
to come and see people who are in
Ipswich Hospital Critical Care unit due
to an attempted overdose - due to them
being in a ‘too vulnerable’ state. Once
the physical health of these patients
improves, they are moved onto a main
ward - however this means that they are
then entitled to discharge themselves.

The hospital has no powers to stop
them from leaving. This often gives a
very small period of time for mental
health services to provide crisis support
- however most patients just tend to
self-discharge and walk out. This leaves
very vulnerable individuals, who have
just attempted suicide, with little to no
MH support post-discharge.”

diazepam. When I repeated what I’d told
him, he said - it works for most people.
He offered no alternatives.”
“We see the DR briefly every 6-9months.
Has my son on a controlled drug which
requires regular monitoring (BP, Weight,
etc) and I’m doing this myself. No help
from other services or even mention of
what support there is available.”

“I went to hospital and they referred me
to a crisis team but it took a very long
time so i got cbt privately i then stopped
having cbt but i went through a big
trauma so i fell b ack in to anxiety and
ocd.”
Management of medication
33 people commented about medications
management.
The majority of comments within this
theme focus on problems with ongoing
monitoring of the effects of medication
because of poor access to appointments,
ineffectiveness of medication, a lack of
involvement in decisions about medication
or responsiveness to when adjustments in
medication may be needed.
Examples of feedback include:

“Failed to provide care plans, clamps
down and suppresses complaints
subsequently found by third parties to
be valid. Fails to respond to medication
queries and complications.”
“Put my son on a controlled drug yet
only sees him every 6-9m. I monitor
weight and BP MYSELF.”
“I told him I was worried about being
too high. I told him I’d tried diazepam,
and that it hadn’t calmed me down, and
that friends had confirmed there was no
change in my behaviour. He suggested,
if it happened again, I should take
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Analysis of themes (Service specific)
Table of Norfolk and Suffolk NHS Foundation Trust services
The table below shows the number of comments attributed to specific NSFT services and
how positive, mixed or negative people have been about them.

Service listing
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Feedback

Positive

Mixed

Negative

Norfolk and Suffolk NHS Foundation
Trust (General)

196

27

20

149

Suffolk Wellbeing Service

44

12

4

28

Child and Adolescent Mental Health
Service (CAMHS)

28

3

4

21

Coastal Integrated Delivery Team (IDT)

17

1

3

13

Ipswich Integrated Delivery Team (IDT)

15

1

2

12

Bury South Integrated Delivery Team
(IDT)

13

0

0

13

Suffolk Children and Young People’s
Emotional Wellbeing Hub

13

0

3

10

Mental Health Crisis Team

12

0

3

9

Southgate Ward

7

3

0

4

Mariner House

7

0

2

5

Woodlands

6

1

1

4

Bury North Integrated Delivery Team
(IDT)

6

0

1

5

Northgate Ward

5

3

1

1

Walker Close

3

1

0

2

Recovery College

3

1

1

1

Perinatal Mental Health Services

3

1

1

1

Wedgwood House

3

0

0

3

Foxhall House

2

0

0

2

Psychiatric Liaison Team (Ipswich)

1

0

0

1

Central Integrated Delivery Team (IDT)

1

0

0

1

Avocet Ward

1

0

0

1

Table two - Feedback about specific services.

The following section of the report
describes the key themes found in the
comments attributed to specific services.

that services were accessible.

‘Whenever (if you’re lucky) you get
an appointment you constantly feel
rushed. They want to roll you on to
somewhere else. They give diagnosis
to people but then do nothing to treat
them. Awful.’

Norfolk and Suffolk Foundation Trust
(General)
Comments that did not refer to a specific
service, referred to multiple services or
pathways or talked about Norfolk and
Suffolk Foundation Trust in general were
grouped together under the service title
“Norfolk and Suffolk NHS Foundation Trust
(NSFT)”.

Thirty- two of the 52 comments
that referred to the effectiveness of
treatment from NSFT were negative.

There was a clear negative trend in
references to access and waiting times
for NSFT services.

This feedback stated that contact with
services had been unhelpful, or in
some cases, had a negative impact on
mental health. However, 13 comments
also referred to a positive experience
of treatment and said that their mental
health had been improved. Seven of
these positive comments came from
Waveney Learning Disability Service
Users and Carers Forum.

Eighty-three of the 87 references about
access to support were negative. This
feedback stated that long waits were
common for initial appointments with
services or an assessment. Some
referred to being unable to access
services altogether or to being told
that there was no support available for
them. One positive reference stated

‘My son has been registered with the
Waveney Youth Team for approx. 2
years, although he will be 27 in a few
weeks and clearly should have been
transferred to an adult service some
time ago. He is bi-polar and did not
receive appropriate oversight of his
condition / medication for several
months and received little support from

There were 196 comments about NSFT.
Themes in this feedback are very similar
to those for the overall data set because of
the volume of feedback. They included:
•

•
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the youth team.’
•

users had been discharged without
appropriate support. Some stated that
they felt that a service user’s discharge
had put them at risk of harm.

There were 44 negative comments that
made a reference to support for children
and young people from NSFT services.
Like other feedback about NSFT,
comments about support for children
and young people often referred to
difficulty accessing services and long
waiting times.
Nine comments referred to being
discharged too early, whilst the service
user was still at risk or unwell. There was
one positive comment that stated NHS
counselling had improved the person’s
mental health. The remaining nine
comments were mixed in sentiment.

‘The nursing staff are mostly good and
helpful, however the doctors are worse
than useless. I am being discharged
tomorrow whilst homeless and actively
suicidal. I cannot wait to die, but this
hospital is a disgrace.’
•

Comments about medication
management often stated that there
needed to be better communication
with service users and carers about
medication, including regular
medication reviews, or that services
were unresponsive to requests to alter
or reduce medication. The one positive
comment stated that the service user
had received a medication review.

‘Useless not even assessing my 12-yearold child who is self-harming and taking
an overdose at school wanting to end
his life. Too high support for wellbeing
and too low for CAMHS! So where does
he sit? I rate overall minus stars’
•

•

•
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Feedback about NSFT staff was
mixed. Thirty-three comments made
a reference to staff. Of these, 13 were
negative, 15 were positive and 5 were
mixed. Most feedback described
staff attitudes, for example, positive
comments often referred to staff as
friendly, caring and supportive. Negative
comments often referred to staff as
uncaring or rude.
The majority of feedback about
communication from NSFT was
negative (31 of 33). Most of these
comments referred to communication
when accessing a service, for example,
not receiving a call back or a contact
about an appointment. A minority
of comments referred to poor
communication between services.
All of the references to discharge from
NSFT were negative (27). Feedback
referred to a feeling that service

15 of the 16 comments that referred to
medication management by NSFT were
negative.

•

References about carers involvement
with NSFT services were also mostly
negative.
There were 11 negative references to
this theme, and six positive. Negative
comments about carers involvement
included a general lack of support for
carers and a feeling that carers were not
being included in discharge planning.
Some comments referred to positive
work by the carers team/ carers leads,
and on ‘some wards and teams’.

Integrated Delivery Teams [IDTs]
There were a total of 52 comments about
Integrated Delivery Teams in Suffolk.
These were Coastal Integrated Delivery
Team (17), Ipswich Integrated Delivery Team
(15), Bury South Integrated Delivery Team
(13), Bury North Integrated Delivery Team (6)

and Central Integrated Delivery Team (1).

the ease of access or waiting times for
support from the Ipswich IDT. These
comments included an eight month wait
to be assigned a care co-ordinator, being
referred by a GP but being told that the
service user did not meet the threshold
and long waits for a call back or initial
telephone assessment.

Coastal IDT
•

Eight negative comments referred to the
effectiveness of the treatment received
from Coastal IDT.
These comments stated that a service
user had received insufficient support
from the Coastal IDT. Reasons given
included a lack of understanding
or empathy from professionals,
inconsistency between professionals
and interventions not meeting service
user expectations.

“She feels her medication is not
therapeutic yet , her mood is more
stable but she has been told to take
Valium when her mood is elevated, she
has tried this but feels it does not work
and would like an alternative, she has
told the psychiatrist but reports that he
shrugged his shoulders and said to try
again.”
•

Eight comments referred to staff
within the Coastal IDT. Five comments
were negative, two were mixed and
one was positive. Negative feedback
about staff often referred to staff as
not understanding, listening to or
empathising with service users or carers.
Both mixed comments stated that
the service user had an inconsistent
experience with staff.

•

Four comments made a negative
reference to access or waiting times.

•

There was one overall positive comment
from a carer about Coastal IDT, which
stated that their son had seen the same
consultant since they were five, and that
their communication was good.

Ipswich IDT
•

•

There were six negative references
to communication from Ipswich IDT,
including the above references to callbacks and telephone assessments as
well as two references to a care coordinator not keeping appointments
without informing the service user. One
service user stated that messages left
with reception were not passed on.

•

There was one comment about Ipswich
IDT which was classified as positive
overall. This comment stated that the
service user had received consistent
support from Ipswich IDT.

“Insufficient staff, who are pressurised
by high caseloads, cut corners, then fall
ill, and are off sick until their resignation
goes through. Simply little or no
resources for the young people who
need help most. This is not about
individuals it is about a failing Trust.”
Bury South IDT
•

There were six negative references to
waiting times or ease of access at Bury
South IDT. These included being on the
waiting list for treatment or to receive
an assessment. Service users and carers
stated they had waited up to two years,
a year or months for treatment or an
assessment.

“Just awful. Been in service 2 years
and no closer to any actual treatment.
Fobbed off with agency staff who don't
care and are incompetent.’”

There were six negative references to
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•

•

Feedback about the effectiveness
of treatment contained six negative
comments which stated that individual
had been offered insufficient support
or that contact with the Bury South IDT
had not improved their mental health.

negative overall (64%) than comments
about most other services in the feedback.
•

Four comments gave negative
feedback about staff attitude at Bury
IDT. This included references to feeling
that a consultant or manager was rude
or did not take people seriously. One
comment was negative about the use
of agency staff. There was one mixed
comment about staff which stated that
only one professional had helped and
supported the service user.

“I am a professional who often works
with the IDT teams. I feel that they
are often quick to discharge patients
that they are working with for several
reasons such as being unable to contact
the individual / them not engaging etc.
•
However, my experience is that often
people with mental health problems
find it difficult to engage and build
relationships/trust with professionals,
however I do not feel IDT give enough
time / support to help people access
their services and engage with them. I
also feel that thresholds are extremely
high and therefore people are often
not getting the help/support they need
due to not fitting into their criteria but
not being appropriate for the wellbeing
service. Therefore, there is a gap within
the system. Resources are limited and
when patients are within their service,
trying to see psychologists / receive
therapies etc. can be extremely hard
due to lack of staff, high thresholds,
waiting lists.”
Suffolk Wellbeing Service
There were a total of 44 comments about
the Suffolk Wellbeing Service. Comments
about the Wellbeing Service were less
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References to access and waiting times
were present in 23 of the 44 comments
about the Wellbeing Service. Ten of
these comments referred directly to
waiting lists, and some stated that the
service user had waited months for an
appointment or initial contact.
Some stated that they had received no
support from the Wellbeing Service.
Reasons for this included long waiting
times, as well as gaps in provision for
people who are not acute enough for
secondary services or not thinking
about taking their own life, but are too
ill for wellbeing, not receiving call-backs,
and one service user who stated that
“ Suffolk Wellbeing refused to see me
because I'm an alcoholic.”
Twenty-one comments referred to
support received from the Suffolk
Wellbeing Service for a child or young
person. All of these comments came
from children and young people who
responded to Healthwatch Suffolk’s “My
Health Our Future” research. Of these, 12
were negative, eight were positive and
one was mixed.
The majority of the negative comments
about support for children and young
people from the Suffolk Wellbeing
service were about access and waiting
times. However, three comments
also talked about the effectiveness
of treatment they received from
the Wellbeing Service. These three
comments said that they had found
group counselling, information sessions
or online courses unhelpful.
‘I was in contact with the Suffolk
wellbeing services and was referred for
group counselling as the 1-1 waiting list
was too long. I then quit after 2 sessions
because my group sessions were with

people who were a lot older and I
couldn't relate to. I would not like to get
help from the wellbeing service again
due to the poor quality of help I got but
I would still like some extra help.’
•

Eight children and young people made
positive comments about the support
received from the Suffolk Wellbeing
Service. These young people were all
positive about the effectiveness of the
treatment they had received from the
Wellbeing Service or said that it had
helped them.

“I had help for an eating disorder
and for my anxiety by my personal
therapist who works for the NHS mental
wellbeing centre. I went on a 12 week
program there I learnt how to come
with my mental illnesses and also what
they are I shortly realised that I wasn't
the only person going through this and
now I feel some much more happier as
a person and also have become more
confident and I strongly recommend
getting help from this service to other
because it has helped me a lot.”
•

from the long waiting list times, I was
finally put on a Stress Control group for
4 weeks which I did get some useful
information from but definitely needed
more support after that. I received a
letter with a date and time for another
telephone assessment to decide what
to do next. I had to contact Wellbeing
to change my appointment as I was
unable to take the call that day. I was
told they would send me a letter with a
new date and time. I waited a couple of
weeks and a letter finally arrived which
I opened expecting a new assessment
date. Instead they had written to me
saying they were sorry I had missed
my appointment on January 28th
(two days beforehand) and they had
removed me from their list. So because
of them failing to notify me about this
appointment, I would have to refer
myself again if I wanted to continue with
their services.”

Eight comments described the
effectiveness of treatment by the
Suffolk Wellbeing Service from an adult
service user perspective. Two of these
comments were positive. One referred
to receiving a good assessment and
effective CBT. Another said that they
had no issues with the service.
There were six negative comments
which referred to not finding the
support offered by wellbeing useful.
This included finding online sessions
unhelpful, finding meeting content
“generic” or simply that the support was
not suitable. These comments were
often also related to difficulties with
access.

“My experience started off well. Aside

Child and Adolescent Mental Health
Service (CAMHS)
Twenty-one of the 28 comments about
Child and Adolescent Mental Health Service
(CAMHS) were classified as negative overall.
Three were positive, and four were mixed.
•

As with most services, the largest
theme identified related to feedback
about access and waiting times (20 of
the 28 comments). All of the references
to access and waiting times for support
from CAMHS were negative.
Five comments referred directly to the
amount of time it had taken a service
user to receive treatment, which ranged
from several months to over a year.

•

Six service users had experienced
multiple referrals or had been refused
access to CAMHS. One carer stated
that their child or young person had
received no help following multiple
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•

•

referrals until the young person was
hospitalised from self-injury. Another
was told that the young person had
needs that were too high level for
Wellbeing Suffolk but not sufficient
for referral to CAMHS, even though
the young person had self-harmed
and attempted to take an overdose at
school.

Psychiatric Intensive Care Unit (PICU)/
Inpatient care

Two comments stated that they had
not received support from CAMHS for
long enough, or that they had been
discharged from services too early.
One was receiving effective support
from a support worker, but after this
stopped, had returned to counselling
and resumed medication for anxiety.
Another stated that they had been
referred five times but was discharged
each time without help.

Four different services were mentioned,
including Woodlands (6), Wedgewood
House (3) and Foxhall House (2). However,
there were 12 additional mentions of
specific wards of Wedgewood House,
including Southgate Ward (seven) and
Northgate Ward (five), and one reference to
Avocet Ward at Woodlands.

‘I have been referred to CAMHS about
5 times, each time they discharge me
without any help, I’ve had 4 counsellors,
but they've always left to go to different
schools. I have been played around with
my mental health and wellbeing. I don't
have good experiences with it.’

Wedgewood

Two positive comments about CAMHS
both stated that the service user had
received effective treatment from
the service. There was one positive
reference to diagnosis from CAMHS,
which stated that excellent support had
been received and that diagnosis have
been achieved early.

‘We have received excellent support,
mainly because my GP and the school
listen to me and they have put in the
right support for my children's needs.
Diagnosis was achieved early, which
was the key, so the support was early
on and my children access mainstream
schooling because the staff are all
trained well to be very 'can do' about it.’
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There were 24 comments that referred
directly to a Psychiatric Intensive Care Unit
(PICU) or other inpatient mental health
service. Fifteen of the 24 comments (63%)
were classified as negative overall. Seven
were positive and two were mixed.

The overall sentiment of the comments for
each service is shown in table 2.

•

There were six positive references to
the care planning. These comments all
came from Suffolk User Forum [SUF]
feedback. Six comments stated that a
service user felt they had been included
in their care planning. A negative
comment stated that staff would not
change parts of the care plan that the
service user did not agree with.

•

Feedback about staff was mixed
in sentiment, with three mixed or
neutral comments, one positive
and one negative. Mixed comments
referred negatively to support from
the psychiatry team, but positively to
support from other staff members.
Two of these comments referred to
the psychiatry team as “old-fashioned”
or “in the dark ages”. One said that
a psychiatrist had made derogatory
remarks about their son’s appearance.
Comments about other members of
staff included that they had provided
good care or good explanations. Two
comments referred to staff often

•

“avoiding” contact with them or
“ignoring” them.

•

•

“Awful. My son was admitted to the
Wedgewood in Jan and Feb 2019 - he
was admitted for an assessment - some •
of the staff were nice and kind but the
whole experience was awful - One of the
psychiatrists is old fashioned and cold.
He made derogatory remarks about my
son’s appearance - he was judgemental
and overall unkind...”
•
A number of comments appeared to
relate to ward rounds, including that the
rounds were “intimidating or unfriendly”
(one) and that the psychiatry team did
not know the patients well (two). One
said that there was “no effective ward
management”.
There were three negative references
to the length of treatment and support
at Wedgewood. These included a
comment from a carer whose daughter
was discharged on a week’s leave
without support and later self-harmed
at home, and one service user who
described their discharge as “random”.

“I don’t believe Wedgwood is fit for
purpose. It looks more like a holding
tank. It does not aim to improve the
mental state of its patients. At best
it might stabilise people and then
discharge them to repeat the process
again. There is no treatment, no therapy
and no psychologist on the ward.
Certainly, we never saw one.”
Woodlands
•

and care staff, but negatively to doctors
or medical staff. Two comments stated
that staff were doing their best with
limited resources.
Two comments referred to the feeling
that a service user had been discharged
from Woodlands too early. Both felt that
they, or the person who they care for,
was still at risk of harming themselves
or taking their own life.
One comment stated that they had not
felt safe with the other patients on the
ward at Woodlands.

“My husband was so ill with depression
last year that he had two spells in
Woodlands psychiatric hospital in
Ipswich. He was let out too early after
his first stay and six weeks later tried to
take his own life and was sectioned as
a result. The medical and care staff did
their best with limited resources, but
this should never have been allowed to
happen, and the support to me has only
been offered after the suicide attempt.
The follow up is inadequate, and I do not
feel my husband is seeing a psychiatrist
or doctor often enough although he is
still depressed.”
Concerns about deprivation of liberty
Feedback from Suffolk User Forum
identified instances where patients
admitted to acute wards on a
voluntary basis had been denied their
right to leave the wards without an
escort. This is a deprivation of their
liberty.

There were three positive references to
staff or staff attitudes. Two comments
about staff were mixed. There were no
negative comments about a member of
staff at Woodlands. Positive comments
included references to nursing and
care staff as helpful and friendly. Mixed
comments referred positively to nursing
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Foxhall
•

Two comments stated that the quality
of food at Foxhall was poor, and that
sometimes there was not enough
for all patients. There was also one
comment each about poor quality
food in the feedback about Woodlands
and Wedgewood House.

Suffolk Children and Young People’s
Emotional Wellbeing Hub

appointment. I am currently teaching
myself about CBT so I can deliver it to
him myself!”
Mental Health Crisis Team
There were a total of twelve comments
about the Mental Health Crisis Team. Of
these, nine comments were negative, and
three were mixed.
•

There were five comments that
referred negatively to a lack of access
or waiting times for mental health crisis
services. These comments included a
service user who felt the services were
“very slow” and another said that they
had been referred into mental health
services numerous times without
receiving support. Finally, one stated
that they waited five months without a
call back from the crisis phone line.

•

Another comment stated that the crisis
team will not agree to see patients who
are in critical care at Ipswich hospital
following an attempt to take their own
life. Once patients move to a main
ward, they can self-discharge, leaving
the patients with no support at a
critically vulnerable period.

•

There was one reference to being sent
home from accident and emergency
when in crisis with an incorrect number
for the crisis line,

There were a total of 13 comments about
the Children and Young People’s Emotional
Wellbeing Hub (the Hub). Ten of the
comments were negative, and three were
mixed.
•

Problems with access were common
in the feedback. Ten of 13 comments
about the hub referred negatively
to access or waiting times. Four
comments referred directly to having
to wait to get a service from the hub.
The longest wait quoted was three
months.
Four comments referred to contacting
the Hub, but then receiving no help,
advice or follow up. A SENCO also
stated that hub users were having to
wait several months for a service.

•

Mixed or neutral comments about the
hub stated that it was a good resource
but that waiting times were long, and
two comments stated that a young
person had been referred to the hub.

“Absolutely shocking lack of empathy
for teenagers who have battled with
mental health from a young age. I
cannot get any help for my 15-year-old
son. He suffers from severe depression
and anxiety and won’t leave the house.
I was told to contact the emotional
wellbeing hub but have received
no help, or any form of follow up or
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“While I acknowledge this is a
systematic problem and not one
caused by the staff, this service is
seriously lacking. It feels as though
even when you are begging for help
none is available. There are not enough
types of therapy available (CBT does
not work for everyone!), Waiting
times for psychiatrists are completely
unreasonable, crisis support feels
almost non-existent (I have presented
at A&E and been sent home with

nothing more than good wishes and a
crisis number that wasn’t even correct)
and I have had experiences with staff
which I found incredibly unhelpful
where staff were rude and dismissive. If
it were not my only option, I would not
seek treatment here.”
•

Five comments also made a reference
to the staff in the crisis team. There
were two negative references and
three mixed references to staff
and staff attitudes. These included
two comments that indicated the
experience of staff in general was
mixed, for example, that some were
“incredibly helpful”, whilst some were
“rude and dismissive”. One comment
described the nurses who they saw as
helpful, but the doctors as “patronising”.
Two respondents to the perinatal
mental health survey said that there
was no consistency between staff.
One respondent found the staff “quite
helpful”, however, another felt that
some staff “had no idea what to say” or
lacked empathy.

Service listing

Support for neurodevelopmental
conditions and diagnoses
There were a total of 52 comments
that referred to support for people with
a neurodevelopmental condition or
diagnosis, such as an Autistic Spectrum
Disorder (ASD) or Attention Deficit
Hyperactivity Disorder (ADHD).
These comments most often referred to
support for children and young people,
although some comments were from
adults with neurodevelopmental health
conditions or their carers.
Of the 52 comments, 29 came from Suffolk
Parent Carer Network.
The number of comments attributed to
each service is shown in table three below.
•

As with other services/pathways,
access and waiting times was
the largest theme (33). All of the
comments that referred to access to
neurodevelopmental support were
negative.

Feedback

Positive

Mixed

Negative

Norfolk and Suffolk NHS Foundation
Trust (General)

34

1

7

26

Child and Adolescent Mental Health
Service (CAMHS)

11

0

4

7

Suffolk Children and Young People’s
Emotional Wellbeing Hub

3

0

0

3

Walker Close

2

0

0

2

Coastal Integrated Delivery Team (IDT)

1

0

1

0

Bury South Integrated Delivery Team
(IDT)

1

0

0

1

Table three - Feedback about neurodevelopmental support (service level data).
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This included eleven comments about
the time people had to wait to receive
an assessment or support for ASD or
ADHD following a referral. Reported
waiting times ranged from six months
to two years.

comments that referred to receiving
medication reviews. These ranged from
every 12 weeks to every 6 months.
However, two noted these reviews
focussed too much on physical health
and did not give carers the opportunity
to voice any concerns they had. One
carer stated that their appointments
had been cancelled.

Five comments from carers stated
that they had spent years trying to
get a diagnosis for their child. These
comments expressed that they had
been refused access to a professional
or that they had not received a
referral for an assessment they
needed. Some said they had been
attempting to access a diagnosis for a
neurodevelopmental condition for up
to eight years.

“It took 6 years of being constantly told
that there was nothing wrong with my
son by NSFT before they finally agreed
to let him be seen by a psychiatrist. The •
Psychiatrist after meeting him for 15
mins came up with Tourette’s, ADHD,
PDD, Anxiety and depression. (He had
a full case history beforehand and
timeline since birth). We were happy
and sad that our son was diagnosed
with these as he could now get the help
he so badly needed and we as parents
had been screaming for since he was
4 years old. The trouble is by this stage
he no longer went to school as school
had classed him as a naughty boy. Why
don’t they listen to parents?”
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•

Some carers felt their access to a
diagnosis could have been improved
if services had listened to the carer’s
experience. Three carers stated that
they had received no contact whilst
waiting for services.

•

Twelve comments referred to
people’s experience of medication
management during treatment for
neurodevelopmental support. Ten
of these comments were negative
in sentiment. This included nine

•

Three mixed comments referred
to a positive experience with the
ADHD nurse. Two said that the nurse
had helped them to chase for a
medication change. Two comments
stated that a young person with a
neurodevelopmental condition had
been taken off their medication after
they said they did not want it anymore,
against what their carer felt was their
best interest.
Five comments referred to the staff
capacity and resources available
to support neurodevelopmental
conditions. Four carers referred to
experiencing inconsistent staff or
staff changes, two of whom were told
that this resulted from staff retiring or
understaffing. A SENCO at a school
in Waveney was told that there was
currently no-one available in Waveney
CAMHS with expert ASD knowledge.

“Mental health support services may
well exist - on paper. However, the
referral system seemed designed to
prevent those in need from accessing
them. In the case of my son (12, autism,
anxiety disorder), he has been subject
to an unending game of departmental
pass-the-parcel with no unit or service
willing to offer any real help. You have
to chase them every step of the way,
while they look for excuses to discharge
the patient or refer him / her elsewhere.
A frustrating and futile experience.”
The one positive comment about
neurodevelopmental support stated

that the adult service user had received
an “excellent” diagnosis/ assessment for
ADHD, that they had been listened to
and had choice. They also felt that the
service was well organised.
•

Three mixed comments were positive
about their experience of treatment
once they had been able to access
support. One felt that they had been
“overall well looked after by CAMHS”.
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Summary statement
Based on the feedback received, the coproduction partnership has been unable
to identify any significant improvement
in peoples’ recorded feedback in the
months following the last inspection by the
Care Quality Commission. This is despite
searching extensively for feedback from
multiple sources.
The exception to this is reports from
Suffolk User Forum that it has observed
a slight improvement in care planning,
including that people have a plan and that
they have been involved in producing it
with the Trust.
Staff/volunteers at SUF and SFC have
also reflected positive feedback about
the NSFT leadership, which was felt to be
more hands on, in trying to tackle some of
the issues faced by the Trust. This change
has however not as yet resulted in any
discernible improvement for service users
and family carers.
It is clear that, whilst some positive
feedback is evident, people remain highly
critical about mental health support in
Suffolk. NSFT services are an anomaly
on the Healthwatch Suffolk website. The
same levels of negativity simply are not
observable within the feedback about any
other NHS or care service listed on the
Feedback Centre.
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from services, insufficient longevity of
support, frequent staff changes, poor
discharge planning and lengthy waiting
lists.
There is some recognition amongst
service users and carers that, although
these issues are a significant barrier to
finding help, staff are doing their best to
manage increasing workloads and other
pressures. Although, there are also a
number of individuals that reported less
than favourable interactions with staff. This
includes their perception of dismissive
attitudes and a lack of skill in engaging with
service users.
Communication by the Norfolk and
Suffolk NHS Foundation Trust needs to
vastly improve; both in terms of its day
to day service level communications
(e.g. information about treatment and
appointments) and wider information
about its plans for future services.
Recent poor communication about
the closure of the Trust’s Walker Close
inpatient facilities have highlighted that the
Trust has been unable to learn from past
communication errors and how disturbing
that can be for local people and families.

Whilst this is the case, it is not true to say
that every person has reported a negative
experience. A number of comments have
indicated that the care and support people
received met their expectations and was
sufficient for their needs.

We maintain that it is absolutely vital to
shape services by utilising the views of
people using them. Decisions surrounding
Walker Close and the service it provides
are still being determined, and it is essential
that all discussions are communicated
clearly, effectively and with absolute
transparency to avoid further confusion
and controversy.

Problems with access to services are a
frequent feature within people’s feedback.
Amongst other factors, these issues are
compounded by poor communication

Patient and parent carer feedback has
highlighted that services for children and
young people are seriously lacking. Long
waits, difficulties in obtaining a diagnosis,

insufficient levels of support and poor
management of waiting lists means that
many young people are going without the
help they need.
This is particularly concerning given the
findings of Healthwatch Suffolk’s My Health,
Our Future reports (26,000 responses to
date), which indicate worrying levels of poor
wellbeing amongst our county’s children and
young people. Failure to support children
and young people now with adequate
service provision can only serve to increase
the demand on our future mental health
services.
In addition to the feedback in this report, it is
the opinion of this co-production partnership
that the Care Quality Commission may
wish to add and incorporate the following
considerations into its plans for the
inspection:
•

Concerns about the difference in
discourse between the feedback from
service users, carers and staff and the
reports about service performance that
emanate from the Trust leadership.

•

Access to support for children, young
people and their families remains
a major issue. The management of
waiting lists for access to support from
the Suffolk Emotional Wellbeing Hub is
of particular concern.

•

The Trust could improve its approach
to care planning and carer/service user
involvement in that process. Is the
Triangle of Care working?

•

Poor discharge planning remains a
concern. Reports that highly vulnerable
people have been discharged into the
community without any information
about ongoing support or where to find
help in the event of a relapse are simply
not acceptable.

•

Reports that patients admitted to acute
wards on a voluntary basis have been

denied their right to leave the wards
without an escort.
•

The lack of staff skill within Psychiatric
Liaison Teams to engage with and
support children and young people
that present to our local Accident and
Emergency departments in crisis.

•

The partnership has heard from people
who suggest teams are in a perpetual
state of responding to families in crisis
in a conflictual manner that could be
avoided if there was a much greater
focus on prevention.

As a partnership, we have always maintained
that there needs to be much more
recognition that communication and patient/
carer feedback is a mechanism for driving
genuine and lasting improvements to care
and re-building Trust with local communities.
There is a noticeable local leadership
commitment to change the culture of NSFT
to be more person centred and responsive
but, based on people’s experiences of care,
there remains some way to go before this is
truly achieved.
There is a real appetite and resource for coproduction of local NHS and care services in
Suffolk. The Trust needs to think extensively
about how it can look outside of its own
internal resources to explore a better future
for its services in co-production with service
users, families, staff, stakeholders and carers.
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Appendix A - A Very Different Conversation Summary

Summary: A Very Different Conversation
During 2018, a partnership between Suffolk User Forum [SUF], Suffolk Parent Carer
Network [SPCN], Suffolk Family Carers [SFC], Healthwatch Suffolk [HWS], ACE Anglia
Ipswich & East Suffolk [IESCCG] and NHS West Suffolk [WSCCG] Clinical
Commissioning Groups, the Norfolk & Suffolk NHS Foundation Trust [NSFT] and
Suffolk County Council carried out engagement about mental health services in
Suffolk as part of #averydifferentconversation.
The partnership of voluntary and community sector organisations was commissioned
by IESCCG and WSCCG to co-produce with patients, families, carers, professionals
and communities how mental health services should be delivered. This type of coproduction around mental health services had never been attempted in the East of
England before, and aimed to make people’s voices heard in future service planning.
Three separate surveys were co-produced by the partnership and distributed online
and at engagement events. These surveys, were lengthy, detailed and focussed on
qualitative experiences. There were 768 responses to the surveys: 444 were from
service users and members of the public, 169 were from carers and 155 were from
professionals and staff. Unstructured feedback was also gathered from events
conducted by SPCN, SUF and SFC which reached between 4,000 – 5,000 people.
Healthwatch Suffolk analysed the data from the surveys and events.
As a result of this engagement and information provided by Public Health Suffolk in
the Mental Health Joint Strategic Needs Assessment (JSNA), a Mental Health and
Emotional Wellbeing Strategy for East and West Suffolk was developed which set out
the vision for transforming mental health services in Suffolk. Before the strategy was
finalised, a further survey was commissioned to ask people if the draft strategy
reflected their views and to give them the opportunity to suggest amendments.
There were 155 responses, and over 50% of the respondents felt that they had
influenced the work and that the strategy would make a positive difference.
Although the engagement for A Very Different Conversation ended when the strategy
was published, the partnership will continue to work together to inform the
procurement and contract monitoring of future mental health services in the county.
The Suffolk and North East Essex Sustainability and Transformation Board have
considered this co-produced approach of a large-scale transformative commissioning
process and intends to try and adopt a similar approach at every opportunity.
Further information about A Very Different Conversation, the reports and strategy
are available from:
http://www.ipswichandeastsuffolkccg.nhs.uk/Haveyoursay/averydifferentconversa
tion/averydifferentconversationdocuments.aspx
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Key themes from the engagement results:
1. Lack of access and wait times – Comments about difficulty accessing services
were repeated themes throughout the survey and the group responses. Some service
users and carers often stated that they had been unable to access a service or that
waiting times were too long. These were acute problems for people trying to access
support in a crisis. Funding and staff capacity within services was highlighted as an
issue impacting access and waiting times by all three groups in the survey responses.
‘I would like to be able to access services. Too ill for well-being service. Don't
fit referral criteria for access and assessment. Now been off sick for 5 months
which need not have happened if I had been able to access services when I
knew I needed more help’ (Service user or member of the public)
2. Support in the community – Service users and carers both said that they would
like to receive more support from professionals in the community, including from
healthcare professionals as well as talking therapies. A number of service users said
that that they would like services to be available in their GP surgery or community
hub.
‘Shorter waiting lists. Long term therapies and Counselling. More CPN
support or care co. ongoing mental health support. The service we have in
place is insufficient, temporary and not good enough’ (Service user or
member of the public)
3. Information and signposting – Service users, carers and professionals all said that
they would like better information about what services are available and how to
access services. All three groups also said that professionals needed to be better
informed about available services.
4. Continued support – Service users and carers often said that they would like
follow-ups from treatment and more support following a crisis or discharge. Many
said that they would like easy access back into services following treatment.
‘Follow up appointments to see how they are still doing and perhaps being
phased into being discharged to ease them into it’ (Professional)
5. Quality of services – Service users and carers commonly stated that they wanted
effective mental health treatment and for their care to be tailored to their personal
needs. Both groups said that they would like to have treatment options other than
medication.
‘She feels like whoever she talks to doesn't understand what's going on and
they just want to fix her with tablets’ (Carer)
6. Integrated care – All three groups, but particularly professionals, mentioned the
need for better integration of mental health services, including mental health
services working more closely together and having a centralised and accessible
system for patient records.
2
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7. Support for carers – There were a number of responses from parents in both the
carers and service users survey who said that they did not receive any support as a
carer or were not appropriately involved in the cared for person’s treatment.
8. Digital support – Service users and carers said that they used or would find apps,
websites and social media useful to support them with their mental health and
wellbeing. The most common use for digital support was for information and
signposting.
9. Schools – Service users and carers mentioned a need for more support for mental
health in schools. This included safe spaces and time out of lessons to help students
with mental health needs. Service users, carers and professionals also mentioned
wanting therapy or counselling in schools and training for teachers about mental
health.
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