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About ‘Make Our Voice Count’

Welcome to "Making Our Voice Count," our feedback report on the experiences of
service users and family and parent carers regarding mental health and wellbeing
services in East and West Suffolk.

In addition to producing regular themed reports on various specific topics, we
summarise real-time feedback that helps us identify areas for improvement and
emerging concerns.

Suffolk User Forum (SUF), the primary voice for service users in Suffolk, has gathered
experiences from the past year regarding interactions with General Practitioners
(GPs), Norfolk and Suffolk NHS Foundation Trust (NSFT), Accident & Emergency
(A&E), the 111-service mental health option, and other relevant services.

The feedback was collected from 56 people at two ‘Stepping Forward’ events:

. Stowmarket: 25 attendees at the John Peel Centre for Creative Arts on 25t
June 2024.

. Kesgrave: 24 attendees at the Kesgrave Community Centre on 5" August
2024.

What areas did we ask people to give feedback on??

GPs, Link Workers, Social Prescribers, and Physical Health Services

The 111 mental health option, A&E, psychiatric liaison, and crisis intervention
Community services

Inpatient discharge

1 This report does not include service user feedback on experiences of Adult Social Care services or Mental Health Act
Assessments. All our feedback reports are available on our website.
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https://www.suffolkuserforum.co.uk/news/feedback-reports/

Feedback about General Practitioners (GPs)

GPs are doctors who provide primary care services,

treating many common medical conditions. GPs are % |
often the first point of contact for people seeking ; \\
medical advice or treatment. A

Service users said they had experienced effective
communication between some practices, care
coordinators, and caregivers, which reduced the need for people to repeat their
medical histories. They also commended GP practices that employed mental health
specialists and proactive GPs who scheduled annual health checks, coordinated with
pharmacies, and offered medication delivery services. Additionally, service users
reported positive experiences with nurse practitioners.

However, service users also reported facing challenges in gaining access to mental
health practitioners, including long wait times, overworked and understaffed
practitioners, and complicated medication management processes. Also, concerns
were raised about the inconsistency of services offered and the quality of care
provided across different practices. Some users also reported receiving impersonal
support.

Service users said that GPs are focused too much on giving people medication over
holistic options and lack an understanding of some conditions, such as Emotionally
Unstable Personality Disorder (EUPD)/Borderline Personality Disorder (BPD).

One service user highlighted the difference in care for individuals with personality
disorders, who are excluded from the Severe Mental lliness (SMI) category. 2

One service user expressed concern about the lack of good monitoring and follow-up
care after being given medication. They highlighted the lack of regular check-ins to
check if the medication is working and to talk about possible side effects or worries.

One service user noted that GPs with limited English can create communication
barriers for some users.

One service user reported that GP surgeries often do not perform annual health
checks for patients living in care homes. They leave this up to the care home, which
may or may not conduct them.

2 The team at Transformation Partners in Health and Care is working to ensure the physical needs of those diagnosed
with personality disorders are not being overlooked or missed by working to connect primary and secondary care to
support both physical and mental health.



https://www.transformationpartnersinhealthandcare.nhs.uk/

Two service users expressed concern that 10-minute GP appointments are not long
enough to address all health concerns.?

One service user felt that patient concerns should be looked at during the annual
health check (AHC) and that this should be linked with other tests to make better use
of time.*

Service users said they wanted a more patient-centred approach from general
practitioners (GPs), which should include more availability of face-to-face
appointments, greater empathy, and a deeper understanding of patient's mental
health needs and experiences. Additionally, service users said more importance
should be placed on building trust between practitioners and patients.

They also said a mental health specialist should be available at all practices. SUF will
find out about the new community model in GP surgeries and will look to include a
presentation about this in our latest My Health focus groups which we are developing
for 2025, together with the Integrated Care Board (ICB).

Service users also highlighted the need for enhanced support for patients on long-
term medication and those changing/coming off medication. One service user
suggested a shift from just using medication to now looking at holistic methods, such
as social prescribing and wellbeing activities. SUF will include a presentation about
social prescribing in our new My Health focus group meetings.

Feedback about Link Workers

A | Link workers are non-health or social care
| professionals based in primary care who support
— people to develop and achieve a personalised set of

health and social goals by engaging with community
resources.

: Service users reported experiencing prompt response
times and effectlve follow-up from link workers. However, they also noted that their
capacity is often strained due to multiple practice commitments.

Service users expressed the need for increased awareness and signposting to
external services.

3 Empowering patients is a cornerstone of effective primary care. Patients should be encouraged to take ownership of
their health and actively participate in their care. This includes making informed decisions about follow-up
appointments, and ensuring they schedule them as needed to manage their health effectively.

4 Annual health checks should be considered as distinct appointments, but they should also be integrated into a
broader care context. This means that while they are scheduled separately, the assessment should consider the
patient's overall health, recent developments, and any ongoing concerns.
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One service user also stressed the importance of investing in staff to attract and retain
talent.

One service user said improved communication between management and staff
would improve morale.

Feedback about Social Prescribers, Connect for Health

A social prescriber is a healthcare professional who
connects people to community activities, groups,
and services that support their practical, social, and =
emotional needs. Instead of just prescribing
medication, they help people address the root
causes of health issues, such as loneliness,
isolation, or financial stress.

Service users reported mixed experiences with social prescribing.

One service user reported being offered an appointment with a social prescriber, but
another did not know what a social prescriber was.

One service user questioned the effectiveness of social prescribing and asked if it
would be better for GPs to handle social prescribing duties, possibly through hiring
additional GPs with relevant knowledge.

One service user said, ‘Due to my mental illness, | have struggled to make the
appointments in person. Adjustments should be made, such as appointments over
the phone or later time appointments.’

One service user stated that navigating mental health services is a ‘minefield.’

One service user also thought there should be better communication between social
prescribers' and care homes and residential homes.

Additionally, concerns were raised about how a general lack of awareness and
funding limits can delay access to this type of support. It was felt that better
signposting and a more tailored approach to an individual's needs would be helpful.



Feedback about Physical Health Services

Physical health services are a broad category
including various medical and healthcare services
designed to address physical health concerns.
These services focus on diagnosing, treating, and
managing physical conditions, injuries, and
ilinesses.

Service users reported that while GPs are becoming more aware of physical health
services and starting referrals, significant barriers continue in accessing both physical
and mental health checks. A common concern was a lack of awareness regarding
available services and a noticed disconnect between physical health and mental
wellbeing.

One service user said that there are a variety of valuable free services available.

One service user said — ‘There are great services out there — why aren’t they being
used?’

One service user felt that newer GPs prioritise addressing the underlying causes of
health issues, rather than just treating symptomes.

It was reported that physical health is often prioritised over mental health and that
there is a tendency to rely on medication rather than addressing root causes.

Service users reported that some people rely on carers to take them to appointments
and sometimes the carers are spoken to instead of the patient.

Service users stated that communication styles need to be tailored to the needs of
the individual.

One service user said, ‘If issues can be ignored, they are.’
One service user questioned how to access accessibility support.
One service user said, ‘When | was referred to the gym, | found it intimidating.’

One service user also reported that they developed a physical health problem due to
incorrect monitoring of medication.



Feedback about the 111 mental health option

The 111 mental health option is a new service in the
UK that allows people to access mental health
support 24/7 by calling 111 and selecting the mental
health option. This service is designed to help
people in mental health crisis or those who are
concerned about a person's mental health.

Service users reported some positive experiences with this service, such as quick
ambulance response times and helpful staff who were friendly, polite, and
respectful.

Service users expressed the importance of speaking to a real person. One individual
mentioned that the call handler shared their name. Another user stated that the call
handler stayed on the line with them for several hours. Additionally, a user
commented that they felt the service provided ‘patient-centred care.’

However, several service users shared a range of negative experiences with the
111 mental health option such as difficulty getting through, and when they did get
through, they experienced a lack of understanding and empathy and understanding
from the call handler.

Some service users have reported the call handler putting the phone down on them,
sometimes more than once, and receiving inappropriate or dismissive advice.

Some service users felt that the service was not tailored to an individual's needs and
that ‘They try to put you in a box so they can give you the answer in that box.’

Several service users expressed concern that there is limited support for
family/parent carers, for example, call handlers are unwilling/unable to speak to
caregivers, even though the person in crisis may not be able to talk to them. One
service user said this causes family/parent carers anxiety.

Service users reported that there were time limits for conversations, that the service
does not keep records of previous phone calls, and that there was no one to speak
to at night.

One service user did not know that the service was a crisis line. They were told it
was an alternative to the Samaritans. It was reported that GPs and hospital doctors
were not properly informed about the service and incorrectly advised people to ring
111.

One service user said, “You shouldn’t not want to call a helpline.’



Overall, it was felt that to improve the 111 mental health option, call handlers
needed a better understanding of mental health conditions, show empathy, and
listen actively to the specific needs of each caller. One service user said that the call
handler's tone of voice is important as phone calls offer no opportunity to read body
language.

It was clear from service user feedback that more needs to be done to put a system
in place that allows for a greater partnership between 111 staff, service users, and
their family/parent carers. One service user suggested a password system to
confirm confidentiality and enable communication.

Feedback about A & E

'é_—" A&E stands for Accident and Emergency, they are

- also called EDs/Emergency Departments. It is a
department in a hospital that provides immediate
medical care for people with serious injuries or
illnesses or someone in a mental health crisis.

' Service users reported positive experiences with
paramedics and ambulance crews, highlighting their compassionate treatment.
Additionally, they praised the kindness and attention they have received by A&E
receptionists and duty workers.

Service users who had experience using A&E services at both Bury St Edmunds and
Ipswich reported different experiences.

In Bury St Edmunds, service users reported shorter waiting times, empathetic and
understanding staff, and a positive experience of being referred to Psychiatric Liaison
(see more below). Service users acknowledged that the great advantage of
the service is that it is ‘walk-in’ and open 24 hours a day and 365 days a year. Service
users said that the quality of response depended on the individual staff on duty and,
when it worked well, service users said they felt well-supported and could sometimes
access the psychiatric liaison team.

Service users reported a mixed experience in Ipswich. While they found the mental
health professional and A&E staff to be understanding, the overall outcomes were
disappointing, and one service user felt their situation worsened on their return home.

However, service users also reported negative experiences accessing mental health
support at A&E, including dismissive and rude attitudes from staff, lengthy wait times,
a lack of privacy, overwhelming security presence, and a general sense of stigma.



Many service users and family and parent carers said that they were made to feel
unwelcome at A&E.

Service users and family/parent carers reported poor communication from staff and
highlighted the need for improved information sharing.

Service users said that it was vital to receive respectful and dignified treatment and
called for an end to discriminatory attitudes towards individuals presenting with mental
health conditions. They also highlighted the need for improved communication with
family and parent carers, the need for an area just for mental health, and increased
staffing levels. Additionally, they called for shorter wait times, expanded hospital
capacity, and more specialised mental health places to improve access to care.

Service users said that given the lack of choice for crisis support options, such as
crisis cafes and walk-in venues, A&E often remained the only accessible resource for
individuals in a mental health crisis, particularly at night.

Feedback about Psychiatric Liaison

Psychiatric liaison, also known as consultation-
liaison psychiatry, is a specialised area of
psychiatry that focuses on the connection between
physical and mental health. It involves providing
psychiatric care to patients in general medical
settings, such as hospitals.

Psychiatric liaison is run by the Norfolk and Suffolk NHS Foundation Trust (NSFT).
There is a team based at Ipswich A&E and a team based at Bury St Edmunds A&E
department.

Feedback for psychiatric liaison services in Bury was largely positive.
One service user said that their experience at Bury was good.

Feedback about service user experience with psychiatric liaison services at Ipswich
Hospital was largely negative.

Some individuals reported dismissive attitudes, a lack of understanding, and even
refusal of necessary medical treatment. One person said they overheard an NHS staff
member saying they ‘know how to use the system.’

One service user called for increased investment in mental health services, possibly
by moving funds from other areas, such as traffic policing.
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One service user said that they felt that reporting negative experiences achieved
nothing.

One service user expressed fear of negative repercussions for making complaints.

Feedback about Crisis Intervention

Crisis intervention is a short-term, focused therapy
approach designed to help people cope with an
. immediate mental health crisis by creating and
implementing a safe, appropriate plan for the next
steps and future treatment.

i TR T Service users reported varied experiences with crisis
support services. Some services, such as Suffolk Night Owls, received praise for their
compassion and effectiveness. However, other services, particularly the NSFT crisis
team, faced criticism for a apparent lack of understanding and repetitive questioning.

Eleven service users were aware of the existence of the crisis team, but only two
understood the procedure for accessing its services.®

One service user expressed frustration with the crisis team's inability to dispatch
support during a crisis, feeling that the police were the only viable option.

One service user reported being denied access to the crisis team due to their
condition not being deemed severe enough.

Feedback about Community Services

- Q
&

Mental health community services are a range of
support services available to individuals
experiencing mental health challenges. These
services are designed to help people manage their
_conditions, improve their quality of life, and reduce
' the impact of mental illness on their daily lives.

,k

Service users were generally very positive about their experience with voluntary
organisation community services such as The Phoenix Project.

5 Accessing Crisis Support - If you or someone you know is experiencing a mental health crisis, it's important to seek
immediate help. You cannot self-refer to a crisis team. Instead, you should contact your GP or call 111. A healthcare
professional will assess your situation and, if necessary, refer you to a crisis team.
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They valued the rounded and creative nature of the services, particularly the arts-
related activities. Service users felt that these services played a vital role in reducing
feelings of isolation and promoting recovery by providing opportunities for community
engagement.

Service user feedback about NSFT’s Recovery College was also generally positive,
but some people expressed regret that many courses are now only available online.
There was a feeling that more people should know about the services provided by
The Recovery College, for example, in November 2023 it celebrated 10 years of
courses but many service users present were unaware of this milestone.

Service users welcomed the news that NSFT has started to recruit a community rehab
team in Suffolk. They also highlighted the important role of occupational therapy in
community support, suggesting that it is sometimes overlooked or undervalued.

The Older People's Mental Health service received major praise for its strong team
ethos, effective care coordination, and holistic approach. The psychiatry aspect of the
service was particularly praised for its responsiveness, organisation, and collaborative
approach with carers. This positive experience contrasted with the experiences of
adults of working age in mental health services. While high demand was
acknowledged as a contributing factor, the importance of continuity of care and a team
approach was highlighted as key to maximising the effectiveness of limited resources.

Despite this good feedback service users also expressed disappointment with the
decline of community services and the lack of progress in implementing promised
alternative support. While voluntary sector organisations have stepped in, service
users said they do not fully replace the range of services previously offered.

Additionally, concerns were raised about the quality-of-care plans, with many care
plans being one-sided and failing to reflect service users' needs or goals.

One service user felt that the absence of proper notetaking by care coordinators made
it hard for effective care planning. They asked, ‘How can they remember when writing
my care plan?’

Service users also highlighted a lack of recovery-focused approaches among
psychiatrists, with many still prioritising medications over holistic care. They
guestioned the usefulness of recovery pathways and the lack of focus on early
intervention.

Service users expressed frustration over the criteria for accessing support, which
often means individuals deteriorate before receiving help.

Additionally, they advocated for flexible funding, genuine joint care planning, and
supported housing options.
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Concerns were raised about changes in mental health social work and its impact on
service users. The Recovery College was seen as a valuable resource that could play
a larger role in community services.

Lastly, the change in the purpose of STEAM cafes from providing interventions to
signposting, was met with disappointment and frustration by some service users.

Overall, service users highlighted the importance of the Open Dialogue approach and
called for its expansion. (The Open Dialogue approach is a mental health intervention
that highlights immediate help and takes a shared approach. It prioritises early
intervention and involves regular meetings with the person in crisis, their family, and
a multidisciplinary team of professionals).

Feedback about Inpatient Discharge

This is the process when a patient has received their
treatment from a hospital or healthcare facility, and
they then leave the hospital or healthcare facility

In September 2022 SUF published our Making Our
Voice Count Report on people's experiences of
discharge from inpatient and community mental health
services. We are still receiving negative feedback about discharge from services.

Service users reported that inpatient services were severely overstretched.

Service users reported that discharge planning is often chaotic, lengthy, poorly
communicated, lacks family or parent carer involvement, and fails to consider
individual needs. There is a feeling that it is all about ‘getting another one off our list.’

One service user said that the sudden end of the Section.75 agreement, which saw
social workers join mental health teams, has led to fragmented services and poor
continuity of care. This has resulted in instances where individuals have relapsed due
to a lack of support and aftercare planning.

One service user said that rushed and poorly planned discharges, with no follow-ups,
lead to readmission to the mental health ward.

One service user said it was important to start discharge planning from the outset of
admission, including identifying the discharge goal and involving family and friends in
the planning.

Service users expressed disappointment over the reduction in Carers Leads, which
has significantly limited the support available for families. They felt that the decision
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to dismantle this well-regarded service showed a lack of understanding of the crucial
role carers leads play in supporting families of individuals with mental health
conditions.
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Next Steps and Actions

1. Suffolk User Forum will invite Connect for Health Suffolk to an online meeting
with SUF members, so that they can explain more about social prescribing and
community outreach services, including how people can access them.

2. The CEO or Deputy CEO from Suffolk User Forum will give feedback about
people’s experiences of Crisis services, including STEAM cafés and the 111
mental health option at the next Norfolk and Suffolk NHS Foundation Trust’s
Urgent and Emergency Care meeting.

3. The Deputy CEO at Suffolk User Forum will share feedback about A&E with
representatives from Ipswich and West Suffolk Hospitals and use the feedback
to inform the work currently planned in partnership with SUF and Healthwatch
Suffolk.

4. Suffolk User Forum will take feedback about people’s fear of making complaints,

discharge planning, and care planning to the Head of Participation, Involvement,
and Experience at Norfolk and Suffolk NHS Foundation Trust.
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Signposting — Services that have helped

Phoenix Project Ipswich

The Phoenix Project is an independent mental health charity
based at the Quaker Meeting House on Fonnereau Road in
Ipswich. They have an open-door policy with a welcoming and
non-judgmental environment.

The Phoenix Club operates here on a Friday from 10 am — 2
pm. It is a friendly and inclusive group of adults 16+ who are
affected by mental health issues.

IPSWICH

Contact Details:
Email: ip.phoenix@virginmedia.com
Phone: 07976 768763

Address: The Phoenix Project c/o The Quaker Meeting House, 39 Fonnereau Rd,
[pswich IP1 3JH

Recovery College | Norfolk and Suffolk NHS

The NSFT Recovery College provides free educational workshops and courses for
anyone over 16 in Norfolk and Suffolk. The courses are designed to help people invest
in their wellbeing, find empowerment on their mental health journey, and become
experts in their recovery.

Recovery College is a safe space to learn among people who have experienced
mental health challenges, supporters, and staff. The Recovery College is not a
replacement for clinical support, it works alongside it, as you choose your courses
and work at a pace that suits you.

Contact Details:
Email: RecoveryOnline@nsft.nhs.uk

Phone: 0300 303 4419
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Suffolk Night Owls: Emotional support in the evening - Suffolk Mind

The Suffolk Night Owls Telephone Support Line provides after-hours emotional
wellbeing support to anyone in Suffolk (excluding Waveney), including those with
complex emotional needs and anyone struggling with loneliness, depression, or
anxiety.

This service is currently funded until March 2025. (Please note this is not a crisis
service).

Contact Details:
Phone: 0300 111 6000 (Suffolk Mind).

To access this support service, you must register by completing a referral form.

The Older People's Mental Health Service

The Older People's Mental Health Service is a specialised service designed to support
individuals aged 65 and over experiencing mental health difficulties.

Contact Details:

To access the Older People's Mental Health Service, you typically need a referral from
your GP or another healthcare professional.
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