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Foreword
Dr. John Hague
Mental Health Clinical Lead: NHS Ipswich and East Suffolk Clinical
Commissioning Group

Dr. Roz Tandy
Mental Health Clinical Lead: NHS West Suffolk Clinical Commissioning Group

be a adopted to start ‘a very different
conversation’.

NHS Ipswich and East Suffolk and West
Suffolk clinical commissioning groups
Clinical commissioning groups (CCGs)
are NHS statutory organisations that
distribute Department of Health funds
to pay for health and other services
as described in the Health and Social
Care Act 2012. They are membership
organisations where the members are
the individual GP practices responsible
for commissioning most health and
care services for patients. These
practices, working with other healthcare
professionals and in partnership with
local communities and local authorities,
are responsible for commissioning the
majority of NHS services for patients
within their local population.

The CCGs decided to take a different
approach to supporting co-production
and hearing what people in Suffolk had to
say about mental health and emotional
wellbeing. We commissioned Suffolk
Family Carers (SFC), Suffolk Parent Carer
Network (SPCN), Suffolk User Forum
(SUF) and Healthwatch Suffolk (HWS)
to co-ordinate an independent listening
exercise designed to survey the views of
patients, parents, carers and professionals
to inform the development of our future
model for mental health and emotional
wellbeing in Suffolk. We believe this
approach is in line with the true meaning
of co-production and will provide a rich
and wide range of views on how services
should look in the future.

Mental health and emotional wellbeing
needs have been unmet for years.
Services have been under-resourced and
a co-ordinated approach to prioritising
need has been lacking. The NHS Ipswich
and East Suffolk and NHS West Suffolk
CCGs wish to make mental health
and emotional wellbeing everybody’s
business and have identified that a
new system-wide approach should

We wish to transform services so that
physical and mental health issues are
increasingly considered together by
professionals, patients and parents/carers,
for example, with regards to support for
patients with long-term conditions. We
feel the increased integration of services
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in East and West Suffolk will support this agenda and hope to build on existing joint
working with our local partners, including the provision of community health services
and the work undertaken in the Suffolk Children’s Emotional Health and Wellbeing
Plan.
We recognise that this is the start of a conversation and that our commitment to
honest and meaningful co-production will require us to work in a different way
now, and in the future, if we are to better support and care for the mental health and
emotional wellbeing needs of our population.

Executive summary
This report summarises the findings of
the mental health engagement carried
out by a collaboration of Suffolk User
Forum, Suffolk Family Carers, Suffolk
Parent Carer Network, Healthwatch
Suffolk, Ipswich and East and West Suffolk
Clinical Commissioning Groups and
Norfolk and Suffolk Foundation Trust for
the “A Very Different Conversation” report.

is available in a separate section of
the full report, and the full standalone
MHoF report will be available at the
end of 2018.
The large amounts of data generated from
the surveys and the summaries of group
feedback were thematically analysed by
Healthwatch Suffolk. Thematic analysis
involves looking through the responses
to each survey question or source of
data and looking for repeated points or
ideas. This was carried out using Nvivo
qualitative analysis software.

The aim of the engagement and has
been to find out what people would like
from mental health services. This was
achieved using three methods:
1.

Suffolk User Forum, Suffolk Parent
Carer Network and Suffolk Family
Carers collected data from groups,
meetings and engagement events
across Suffolk. These events collected
unstructured data from a diverse
range of groups and on a number of
different topics and engaged with
between 4,000 – 5000 people.

The themes below appear in multiple
sections of the report. The final three
themes (digital support and support in
schools and transitions to adult services)
relate to specific sections of the survey.
1.

2. Three separate surveys were coproduced by the partnership and
distributed online and at engagement
events. There was one survey for
service users, one for carers and one
for professionals. 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.
3. Data from My Health Our Future,
Healthwatch Suffolk’s research with
7,088 young people in schools in
Suffolk, aged from 11 to 19 has been
included to include young people’s
voice in the transformation. This data
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Lack of access and unmet needs –
one of the largest and most commonly
repeated themes throughout the
survey and the group responses
Service users and carers often stated
that they received no support for
their mental health, that they could
not access services, or that there
did not appear to be any support
available in Suffolk for mental health.
Besides general references to a lack of
support, service users and carers also
reported that their GP was unable to
provide them with access to services
for their mental health. Many stated
that they received no support in a
crisis, that there was a lack of support
following discharge and that there
was no support available in their
local community. Lack of access to
services was referred to by all three

young people. Since the reorganization
of CAMHS this has not happened’
(Professional)
‘IIwould
to better
be ableaccess
to access
wouldlike
like
to
services.
Too
ill
for
well-being
ment l health serv ices service.
Don’t fit referral criteria for access and
b
assessment....’

groups in the surveys, however,
comments about a lack of access were
particularly prominent from service
users and carers.

‘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. Access – Service users and carers also
commonly stated that waiting times
for services were long or that there
was a need for more local services.
Waiting times were particularly
important in comments about crisis
care and were mentioned 142 times
in total across all surveys. A number
of service users said that that they
would like services to be available in
their GP surgery or community hub.

3. Support in the community – Service
users and carers said that the types
of services that they would like to
receive or find useful were:
•

Professional support such as
social workers, care- coordinators,
community psychiatric nurses,
psychiatrists or GP’s and;

•

Talking therapies, including
counsellors, therapists, psychologists
and cognitive behavioural therapy;

Qualitative interpretation of mentions of
support in the community suggest that
people generally find informal support
from friends, family and neighbours and
voluntary and community sector support
useful or important.

‘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)
4. Information and signposting –
Service users and carers responses
to the questions about the types of
information which they found useful
or would find most useful were:

‘Need young people to have access
to services quicker. In the past I was
meeting with mental health nurses who
came into schools weekly to work with

•
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Information about what services
are available, how to access
services and what sources of

•
•

community support are available;
Information about their mental health condition or treatment and how to
manage or improve their mental health;
Professionals, service users and carers all said that professionals need more
information about what support is available and how to access it;

‘It would be useful to have a directory of services that could be used and an
indication of the type of support each could offer. I expect this exists, but it needs to
be updated and realistic’ (Professional)
5. 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 if they had been in recent contact with services, they would like easy
access back into services if they had a need. Professionals suggestions for what a
good discharge process would look like included:
•

A post-discharge plan with details of what to do in a crisis (21);

•

Discharge should be co-produced with the patient and family carers (13);

•

Discharge should be planned from the start of care (6);

‘The service we have in place is
Iinsufficient,
would li ke bettertemporary
access to men and
tal health
not good
servic es becaus e....

enough’
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‘Follow up appointments to see how they are still doing and perhaps being phased
into being discharged to ease them into it’ (Professional)
6. Listened to and understood – Service users and carers often said they would like
to be listened to and their needs understood in terms of their mental health or
mental health care. This is true of both professionals and the wider public. This
theme was extremely important for service users in response to the questions
about communication, with 119 mentions. Professionals also mentioned the
importance of treating service users and carers in this way. Some people also
stated that they would like to see the stigma around mental health reduced.

‘Lack of understanding about how it affects everyday life especially at school. A
teacher commented about 'trying to snap out of it' (Carer)
7. Quality of services – Quality of care was used to refer to a number of themes
around the way in which people receive treatment, including from mental health
services directly or other health services such as GPs. Service users and carers
commonly stated that they wanted mental health treatment to be effective or
to alleviate symptoms. They also said that it was important for them to have
continuity and consistency in their care, and for their care to be tailored to their
personal needs. Some service users and carers also mentioned a desire to be
offered treatment 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)
8. Integrated care – All three groups, but particularly professionals, commonly
mentioned the need for integrated care. For example, in the questions about
communication, there were 78 mentions of integrated care by professionals.
Key topics within integrated care include the need for mental health services to
work more closely together, to work with communities and the voluntary and
community sector and the need for a centralised and accessible system for patient
records.

‘More joined up working and professionals having a better understanding of each
other’s roles, responsibilities and services’ (Professional)
9. Resources – Funding and staff capacity was mentioned by all three groups within
the survey responses. This theme was mentioned by service users in response
to being asked what they would like from mental health services (48) and in
professionals responses to questions about crisis (27) and wait times (31).

‘I would like to see more resources being putting into services: staff, quality of
training to increase, more support in place for newly qualified staff to provide
more opportunity for development and retention of staff; more time being given to
complete higher quality assessments and succinct yet detailed information being

handed over to ensure needs are met and people do not "slip through the net"’
(Professional)
10. Support for carers – A number of service users who were parents (77) said that
they did not receive any support or that there was a lack of support for them
to look after their own mental health. 29 respondents to the carers survey also
said this. 71 service users who were parents and 41 carers said that there was
a lack of support for them to support the person who they cared for. Service
users commonly mentioned using or wanting professional support. Carers
commonly mentioned using sources of voluntary and community sector support.
Throughout the surveys, there were a number of mentions by carers of wanting to
be better informed and involved in the care of the person who they care for.

‘None. I am a parent of an ASD child who needs mental health support. Years have
gone by and he is still waiting for help. I have to support him without support myself’
(Service user or member of
11. Digital support – In response to the questions in the survey about digital support
for their mental health or emotional wellbeing, service users and carers most
often said that they use or want apps (163), websites (84) and social media (70). The
most commonly reported use or desired use for digital support for all three groups
was information and signposting (123). Some service users and carers reported
using digital technology or wanting more digital support for self-help such as
mindfulness (57). 57 said that they used or would like to use digital technologies
for peer support, whilst only six mentioned professional support. A minority said
that they thought digital support for mental health was ineffective (12), that more
human contact was needed (7), or that digital technologies were not accessible to
everyone (7).

‘I use the internet to research any changes to my treatment and medication’ (Service
user or member of the public)
12. Schools – In the surveys, 41 service users and carers mentioned a lack of support
in schools or a need for more support for mental health in schools. Service users
and carers most commonly mentioned receiving or wanting adjustments such as
educational support, safe spaces and time out of lessons (25) to help students with
mental health needs. 15 service users and carers and one professional mentioned
wanting or finding pastoral care such as school nurses, student support or general
pastoral care useful. 15 service users and carers mentioned the provision of talking
therapy or counselling in schools. There were 15 mentions of improving teachers
training and knowledge about mental health.
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‘I ended up de-registering my son from
school to home educate him due to the
lack of help and support from his school
at the time. Schools, or these particular
schools could have done a lot more to
help, but I do feel that all teachers/staff
need training in mental health issues in
order to be able to better help’ (Carer)

professionals and access to talking
therapies in the community and
the benefits of support from the
wider community including family
and friends and the voluntary and
community sector.
d) A need for people to be able to access
treatment they feel helps them
manage their mental health, including
person centered care, continuity and
consistency of care.

13. Transitions from child to adult
services – 10 service users and 14
carers mentioned being discharged
on transition to adult services or
experiencing a lack of support
following transition. 22 gave general
negative comments about transition,
for example ‘Nothing, found the
transition really scary and set her
back’ (Carer). 10 mentioned wanting
increased continuity of care between
the services involved in transition
and seven mentioned a need for
better integration between services,
including communication and better
partnership working across services.

e) Service users and carers want to
be listened to and have their needs
understood.
f) Service users and carers would like
more support following treatment,
crisis or discharge. This includes
follow up meetings and an easy way
back into services if they have a need.

‘For transition and adult services to work
together’ (Service user or member of the
public)
The most common themes reported in
the course of this engagement were:
a) A lack of service or needs not being
met, generally across services and in
the community.
b) Delays in access to services including
waiting times and the need for more
local services.
c) A desire for more support from

g) Professionals talked about the
need for better integration between
the mental health services and
communities, schools, local
authorities and the voluntary and
community sector.
h) Availability of information was
highlighted by all three groups. It is
key to providing access to services
in an effective manner that ensured
continuity for service users across
services.
i) Service users and carers stated that
they most often used or would like
to use digital support for information
and signposting and peer support.
Both these groups stated that they

-10-

most often used apps over other technologies.
j) Service users and carers commonly stated that there was a lack of support
in schools for mental health. They reported wanting or using educational
adjustments, pastoral care, talking therapy in schools. Some felt that there was a
need to up-skill teachers with better training and knowledge.
k) People experiencing a lack of support following a transition from child to adult
mental health services or being discharged following a transition.
The themes identified above should provide a focus for the ongoing transformation
strategy. More information about all of these themes is available in the full published
report of “A Very Different Conversation” available December 2018.

‘I do feel that all teachers/staff need training in
mental health issues in order to be able to better
help.’
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Introduction
‘A Very Different Conversation’ has offered
the residents of East and West Suffolk a
role in creating a new strategy for how
mental health services are delivered. This
was an opportunity for those whose lives
are touched by concerns about mental
health to share their experiences of
receiving services.
This included users of mental health
services, carers and professionals
involved in the provision of mental health
support.
Over a period of three months, service
users, carers and professionals were
invited to feedback about mental
health services through a variety of
methods including online surveys and
group engagement events. People were
encouraged to say what was working well
and what could be done better.
A Very Different Conversation has
been co-produced by a collaboration
of organisations including Suffolk User

Forum, Suffolk Family Carers, and Suffolk
Parent Carer Network, Healthwatch
Suffolk, Ipswich and East and West
Suffolk clinical commissioning groups
and Norfolk and Suffolk Foundation
Trust. Suffolk Family Carers, Suffolk User
Forum and Suffolk Parent Carer Network
led on the engagement and have carried
out events which have reached over
4,330 people. Healthwatch Suffolk has
facilitated the co-design of the survey,
analysed the gathered data and authored
this report.
The report was commissioned by
Ipswich and East and West Suffolk
Clinical Commissioning Groups. The
collaboration included Norfolk and
Suffolk Foundation Trust as the key
provider of mental health services in the
county.
A statement from each of these partners
is available after this introduction.
The collaboration created and agreed a

‘‘She feels like whoever she talks to
understand
what’s
going
on and
Idoesn’t
would li ke
better access
to men
tal health
they es
just
wante....
to fix her with tablets’
servic
becaus
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set of shared principles to guide this work.
They were:
•

everyone’s views matter

•

this is not about making savings

•

prevention is as important as
treatment

•

people should be helped to care
for themselves, but if the need
arises be provided with reliable and
appropriate crisis support

‘IIam
a parent
of an ASD
child
would
like better
access
to who
needs
support.
ment mental
l healthhealth
serv ices
Years
have gone by and he is still
b
waiting for help. ’

Different Conversation’.
Suffolk Parent Carer Network

•

physical and mental health
considerations will be tackled
together

•

everyone should get the right support,
at the right time and in the right place

The following report is divided into
sections which contain:

We work with education, health and
care services to make sure the services
they plan and deliver are fit for purpose
and meet the needs of children, young
people and their families across Suffolk.
SPCN actively seek out the experiences
and views of parents and carers in
Suffolk to make sure we know what is
important to them.

1. A discussion of the methodology used
in the project
2. Findings from the nearly 800 survey
responses from carers, professionals
and service users
3. Analysis of feedback from group
events and data sources gathered by
engagement partners and
4. A brief summary of relevant results
from Healthwatch Suffolk’s “My Health
Our Future” research, a survey of
secondary to college age students’
experiences and attitudes to mental
health and wellbeing.
Below is an introduction from each of the
partner organisations involved in ‘A Very

Suffolk Parent Carer Network (SPCN) is
a voluntary organisation of parents and
carers of children and young people
with additional needs and/or disabilities
who aim to be a voice to inform service
providers of the needs of disabled
children, young people and their
families.

We aim to give parents and carers a
collective voice and use our experience,
knowledge and feedback from families
to help commissioners and providers
plan and develop the quality, range
and accessibility of services families
use. Through participation and coproduction, we are working to create a
culture across all services which places
the needs of families at the centre of
decision making.
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We were interested in being part of the transformation partnership because it was
a very different approach and a natural progression from some of the partnership
working we had already started with commissioners. We were being offered a unique
opportunity to go out to the population of east and west Suffolk and find out what
they wanted from emotional wellbeing and mental health services. It was not about
a single service or provider but the whole spectrum of need from self- care, through
primary and community services, up to specialist mental health services, acute and
inpatient care. SPCN also welcomed the fact that it would enable us to develop our
relationships with other voluntary organisations and providers, especially those who
formed the partnership.
SPCN’s team agreed with partners that we would focus on primary schools and public
drop-in sessions and so we went out to libraries, schools, supermarkets, fun days,
fetes, car boot sales etc. We spoke to hundreds of people to gather their views and ask
them to take the time to fill in the survey. For us, it was also about raising awareness of
mental health and emotional wellbeing and we had so many people stopping to chat
and share their experiences. It was a very hectic but amazing few months. The hard
work of all the transformation partners and the energy everyone has put into this has
been fantastic and enabled us to go out to communities and ask them what they want.
Our aspirations for the transformation are that the partnership will continue to
work together in this way to co-produce the strategy and be an equal part of the
decision making, mobilisation and implementation of the strategy. That this is just
the beginning and we hope that this is the start of a system wide transformation
that puts people at the centre. We need to create a system which listens to people
who need and use services and those that care for them. It’s about us listening to
what matters to people and knowing what we need to do about it. We want to make
#AVeryDifferentConversation our way of working as individuals, as teams and as
organisations across east and west Suffolk. We know that the change that is needed
can only happen if each and every one of us plays our part in making this work. Our
challenge is to ask each of you to be courageous, be willing to take the risk, pledge to be
part of the change we want to see and do things differently for the people of East and
West Suffolk.
Suffolk Family Carers
Suffolk Family Carers is a Suffolk-wide charity that has been in existence for 30 years,
supporting family carers aged 5 and upwards into older life with their caring roles. Our
support includes information, advice, guidance, 1:1 support, signposting, advocacy,
health coaching, short breaks, life skills, condition specific work, peer support and
training. We are known for using our expertise, influence and innovation to empower
and improve the lives of family carers and their families. We work in partnership
across Suffolk with many different organisations, including the acute hospitals,
high schools and primary schools, GP surgeries, local businesses and Suffolk based
charities and community groups, to provide support and services to family carers.
We understand the importance of supportive communities and we are instrumental
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‘Lack of understanding about how it
affects everyday life especially at school.
A teacher commented about ‘trying to
snap out of it’

in testing new approaches within
communities, such as being part of
social prescribing projects and through
identifying carer champions in a wide
range of settings.
Suffolk Family Carers is very committed
to supporting people to maintain good
mental health and wellbeing. We are part
of the Wellbeing Service in Suffolk and
also the Suffolk Advice Guidance and
Emotional Support (SAGES) partnership,
providing services to Suffolk residents
with our particular focus being on
family carers. We are passionate about
improving resilience and wellbeing for
family carers, which includes assisting
people to keep emotionally well.
Our toolkit includes our Caring with
Confidence course and our Be Your
Own Best Friend course, which aim to
empower family carers of all ages to take
care of their own needs whilst building
resilience through knowledge and peer
support.
We were excited about being part of
the Mental Health Transformation
Engagement partnership for two main
reasons. First, we want mental health
services in Suffolk to be focused on what
people want and need; second, we are
totally committed to enabling the voice
of carers and people in general to be
heard on issues that matter to them. The
commitment to co-production within
this partnership has been inspiring and
something that Suffolk Family Carers
wanted to support wholeheartedly.
Our contribution to this partnership
has been primarily through promoting
the engagement work and the surveys
through our networks and contacts.
We were in touch with approximately
4,000 family carers directly, as well
as more widely through our social

media platforms and website. We
communicated with over 3,000
community groups through Community
Action Suffolk, encouraging them to
complete the survey. We also contacted
all the schools that we work with to
get involved. Where we were working
with people in communities, such as
through the SAGES partnership, we
encouraged carers and service users
to have their say. We have encouraged
key voluntary sector organisations to
inform the discussion and to help shape
the discussions about what is needed in
Suffolk.
The commitment and dedication shown
by all the partners involved in this
piece of work has been remarkable and
has demonstrated the value of strong
partnership working and co-production.
We look forward to continuing to work in
this way, ensuring that the views of family
carers and service users become integral
to the development of mental services in
the future.
Norfolk and Suffolk Foundation
Trust
We, at Norfolk and Suffolk NHS
Foundation Trust, feel extremely
pleased and privileged to be given the
opportunity to work with our partners
and many interest groups in setting the
vision and design for the future of mental
health in Suffolk.
As a Trust we provide a large range
of inpatient and community based
mental health services across Suffolk
and Norfolk. We are the seventh
largest mental health trust in the UK
employing approximately 4000 staff
who work across over fifty sites. We have
approximately 400 inpatient beds in our

hospitals across Suffolk & Norfolk.
Our services work with a range of
people, of all ages, who are experiencing
many different kinds of mental health
conditions ranging from anxiety and
depression to eating disorders, mood
disorders, schizophrenia and dementia.
We provide services to over 48,000
people a year from the population of
approximately 1.6million across the two
counties.

‘My GP
I find
is not
very
I would
like
better
access
to
understanding
of
his
ment al health serv ices
condition.
The doctor at
becaus
e....
CAMHS is brilliant.’

We are committed to providing recovery
orientated services and place great
importance on the need to treat peoples
mental and physical health needs
together. We are continuously looking
at ways to develop and build new
relationships with partner organisations
to provide the best care and treatment
possible to the communities we serve.
Our shared ambition from the outset
has been to engage extensively with
our communities in Suffolk and to coproduce our mental health strategy based
on what people tell us. This approach has
encouraged different conversations, new
thinking, and opportunities for sharing
wide ranging ideas. Our staff at the Trust,
many of whom live in Suffolk, are integral
to this work and have contributed a
wealth of experience, knowledge and
ideas that will assist shaping our future
system. This exciting opportunity has
given us the chance to embrace true
co-production, at its very best, with our
partners in Suffolk. As a local system
we are committed and determined to
continue on this shared journey and
develop a health and care system that
puts emotional wellbeing and mental

health at the centre of everything we do.
Suffolk User Forum
Suffolk User Forum (SUF) is the userled mental health charity for East and
West Suffolk. SUF is led by mental health
service users and family carers. SUF aims
to deliver an inclusive, trusted mental
health user-led network that values,
promotes and strengthens the user
voice for positive change, independence,
human rights, choice and control. We
work closely with individual mental
health service users and their families to
give people;
•

A voice that is heard within a
supportive, safe place

•

Understanding of their personal
experiences of mental health care

•

Advocacy, where we will speak up on
their behalf
The opportunity to come together
with other people

•
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•

The opportunity to contribute to a forward-thinking vision for service delivery and
commissioning developments leading to improved outcomes in mental health
and wellbeing support for the communities we serve.

SUF has a proven track record in bringing about positive and innovative changes in
commissioning for mental health services, through coproduction over the last few
years, delivering feedback; making recommendations, both locally and nationally.
The opportunity to be a key partner in this transformative, system wide collaboration
called #AVeryDifferentConversation has ensured that service users and family
carers have been at the very heart of this transformation. There has been a growing
commitment to ensuring real coproduction; in this first stage, focusing on what people
in Suffolk want from their mental health services in east and west Suffolk.
Our role within this work has enabled SUF to build on award winning model of
coproduction through our ‘Stepping Forward Events’ which have facilitated open
dialogue with as many people as possible, valuing equal partnerships between people
who use services, family carers and professionals to ensure the person with lived
experience, their needs and wishes are at the heart of this transformation, identifying
‘what people need’.
Through the strength of the transformation partnership, collaborative working
model, is that we have been able to extend the involvement of people across east and
west Suffolk, working together positively to explore new ideas, new approaches for
recovery and wellbeing; to draw together many views and ideas to inspire changes in

‘The triage, access and assessment
Iand
would
li ke IDT
betterreferral
access to
men tal health
then
process
is
servic
es
becaus
e....
lengthy and longwinded.’
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service policy/design, to achieve forward
thinking with a new vision.

surveys.
SUF is committed to supporting a growing
partnership approach for mental health
transformation; ensuring the delivery
of true coproduction going forward, to
support a change process that enables
the people who use and work in services
to work together with mutual respect,
valuing each other as equals, ensuring
that they have an opportunity to work to;

SUF carried out 31 different events and
forums, on behalf of the partnership.
These included;
•

•

•

•

15 different events, exploring new
thinking about mental health,
wellbeing and recovery. These events
included;
•

The Truth about Recovery

•

Design their service together

•

Collaborative Leadership

•

Commission their service together

•

Suffolk Needs Met

•

Deliver their service together

•

People Caring for People

•

Evaluate their service together.

•

Crazywise and Emerging Proud

To achieve great outcomes for us all, that;

•

Dual Diagnosis

•

Ensures better services to receive and
work in

•

Values shared assets

•

Values our skills

•

Enables better use of public money

•

Supports more resilient communities;

•

more sustainable, consistent quality
services.

Presentations and conversations
about the transformation work at 16
different events and forums, directly
working across both events and
forums with a total of 768 individual
people.
In addition, SUF had direct, one to
one contact with 131 groups and
organisations in east and west Suffolk.
We promoted the transformation
work with our SUF membership,
professional contacts and through
social media, reaching approximately
3,800 people, encouraging them to
inform the discussion through our
events and through the partnership
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Methodology
Research Aims
The aim of this large-scale engagement
exercise was to gather the views of
mental health service users, carers and
professionals across East and West
Suffolk on what a good, effective mental
health service would look like.
It was intended that the intelligence
gathered would be used to inform a
refresh of the county-wide mental health
strategy and system model, and suggest
options for commissioners, and their
partners, to consider when planning what
mental health services could look like in
the future.
The principal question that motivated
this study was: “What would good,
effective mental health services look
like?”
This central question was sought to be
answered in two parts:
1.

•

Communication between mental
health professionals, service users,
and carers

•

Information needs of mental
health service users, carers, and
professionals

•

Mental health crisis services

•

Discharge from mental health
services

•

Self-care in relation to mental health

•

The role of communities in offering
support for and promoting mental
health

•

The ways in which digital
technologies (websites, smartphone
apps, etc.) could be used to promote
mental health

•

Transition from Children and Young
People’s services to Adult mental
health services

•

Support for parents and guardians
in relation to their mental health and
that of their children

What is currently working well in
mental health services?

2. What can be improved?
The focus on understanding what was
good and effective in current provision
and what could be improved was
extended to a number of areas that were
thought to be relevant in relation to
mental healthcare. These included:
•

‘It was
almost
impossible
I would
like
better
access to
for him to access any help
ment al health serv ices
or services and when he
becaus e....
did it was to join a weekly
information group......’

The role of GP practices in offering
support for and promoting mental
health
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There were similarities in the questions asked of service users and carers. The
questions asked of professionals had some unique additional themes, such as:
•

Waiting times in secondary care, and what could be done to reduce these

•

Primary and secondary care mental health professionals’ awareness of mental
health

•

support available outside the medical care system

•

Early intervention in relation to mental health

•

Integration of physical and mental health services

•

Role of Local Authorities in offering support in relation to the wider determinants
of mental health

Research Design
The design of the research was agreed at an early meeting of the Mental Health
Engagement Group by the collaboration of partners. The aims of the Mental Health
Transformation Plan were discussed and used to guide the design of the data
collection methods.

‘I would like to be seen more regularly
I would
ke better
access to
mengetting
tal healththe
and
to lifeel
as though
I was
servic es becaus e....
help I actually need’
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‘Last time I asked for help at my GP to find a
wellbeing service fit for my issues I was put on
a waiting list for 6 weeks to see a LINK worker.
The appointment was cancelled the day before
and when rebooking the appointment, I was
back at the bottom of the list for an additional 6
weeks…’

The data collection involved a mixed
methods approach consisting of a
combination of online and paper-based
surveys, focus groups, and deliberative
workshops. In addition, unstructured
feedback (verbal, written and visual)
was obtained from participants at
engagement events, and through
websites, where information about the
project was publicised. A number of
data collection methods were used in
order to reach out as widely as possible
and engage the maximum number of
participants.
The surveys were offered in different
versions and a variety of formats to
make them accessible to and inclusive
of the widest possible audience. The
online survey was offered in a long and
a shortened format. Paper versions of
the online survey were offered so as
not to exclude anyone who was not
comfortable with or did not prefer to use
digital technologies.
Data collection was carried out over a
three-month period between July and
September 2018.
Questionnaire Design
The foundation for the questions was a
review of engagement activities around
mental health that had been conducted
by organisations in Suffolk over the
preceding two-year-period.
The key themes identified in this
review formed the starting point for the
discussions and guided the design of
the questionnaires. Additional questions

were added by the members of the
Mental Health Engagement Group to
reflect their particular viewpoints, client
groups and areas of interest.
In keeping with the objectives of this
engagement exercise, which were to
consider and propose what a re-designed,
more effective mental health service
might look like, the questions were
qualitative in nature, with the majority
of the questions being open-ended and
asking for free text responses.
Three core stakeholder groups were
deemed to be particularly important –
service users and members of the public,
carers (including family members and
non-family carers), and professionals. The
term professionals/staff was construed
very broadly and included all those
involved directly or indirectly in the
provision of mental health support.
Clinical psychologists employed by NHS
mental health trusts were included, as
were pastoral leads in schools, job centres
and in voluntary sector organisations.
Three separate surveys were designed
for each of these three groups. There was
considerable overlap in terms of content
between the Service Users and the Carers
surveys. The Professionals/staff survey
had a different set of questions although
there was some degree of thematic
consistency with the other two surveys.
Early Phase Piloting and Developmental
Work
The principle of co-production was very
important in the process of survey design.
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Members of the Mental Health
Engagement Group designed the
questions jointly with the Healthwatch
Suffolk research team. Responsibility for
publicising the surveys and organising
the other methods of data collection was
shared amongst the partners.

the NHS West Suffolk and NHS Ipswich
and East Suffolk Clinical Commissioning
Groups.
Validity and Reliability
The questions were designed by mental
health charities and professionals and coproduced with service users, carers and
professionals by engagement partners.
The questionnaires can therefore be
suggested to be valid and relevant to all
three groups.

After a first draft of the questions had
been agreed by the Steering Group, the
surveys were co-produced and piloted
by the partner organisations with their
respective user groups. Feedback from
this process was used to adjust and refine
the surveys.
The online surveys were created using
the Survey Monkey platform and
launched on 2 July 2018.
Following initial rollout of the surveys and
engagement with people in the county,
it was recognised that there was a need
to reduce the number of questions in the
surveys because the length of them was
proving a significant challenge in terms
of data collection. As a result, the surveys
were shortened to make them easier
to complete. In the shorter versions of
the surveys, the number of substantive
questions ranged from 10 to 15.
Two weeks after the first long versions of
the online surveys had been launched,
the shorter versions were released to the
public. Subsequently, both the long and
the short versions of the surveys were
simultaneously available to the public
until the end of the data collection.
The online data entry of the completed
paper questionnaires was carried out by

The sheer number and range of people
engaged with, and the quantity and
the richness of the data gathered, offer
good grounds for arguing that the
findings are credible and trustworthy.
With that considered, the quantities of
feedback reported are not sufficient to
claim that the opinions expressed are
representative of the entire population of
service users, carers or professionals in
Suffolk. It should be considered however
that the feedback provided is nonetheless
important and the consistency of the
themes suggests they are likely to be a fair
reflection of people’s experiences.
The conduct of the data collection by
organisations that routinely engage with
members of the public and solicit their
feedback would have given confidence
to the participants to express their
views honestly. The reputations that
these organisations have established
through their work as representatives
and ambassadors of the public’s voice
would have engendered trust in the
participants to come forward and share
their experiences without fear of reprisal.
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people, Black and Ethnic Minority (BME)
and diverse groups and individuals with
learning disabilities.

‘........He
wouldtobe
I wouldwas
like told
betteritaccess
six
months
before
he would
ment al health serv ices
get
six e....
sessions of CBT and
becaus
in fact these have never
materialized.’

The independence of the organisations
from the mental health services being
commented upon, the familiarity of
the staff with some of the participants
(and the trusting relationship already
established between them from
prior contact), the fact that staff were
experienced in collecting such data, and
the organisations’ reputations for actively
utilising feedback to influence changes in
services, would have encouraged frank
and truthful reporting of concerns and
ideas for change/improvement.
The variety of settings and social contexts
in which data collection was carried
out and the different types of formats
used to engage with participants would
have reduced any bias or distortion in
data collection that may have arisen if
engagement had been done exclusively
in one particular setting, social context or
format.
There was a conscious effort to include
less powerful and less vocal groups and
individuals. Some of the marginalised
and disadvantaged groups engaged with
in this project included older people,
Lesbian, Gay, Bisexual, Transgender and
Queer (LGBTQ) communities, homeless

The potential of group settings to
influence individual responses (people
may change their views or not offer
their view honestly when in a group as
they might do if they were alone) was
countered by offering participants the
opportunity to complete the surveys
privately (online or on paper). The use of
anonymous online surveys would have
enabled accurate data collection.
Recruitment and Data Collection
Members of the Mental Health
Engagement Group approached
the statutory and voluntary sector
organisations they collaborate with
and requested them to disseminate the
survey through their networks and client
groups. This snowball approach helped
the engagement to reach further.
The online surveys were promoted by
the partner organisations through press
releases, social media, circulars from
the Communications Leads of various
organisations, newsletters, and ongoing
dialogue across the system.
Representatives of partner organisations
administered paper versions of
the surveys to participants in their
community engagement events. They
also hosted focus groups where the
surveys were used to guide discussions
around the central themes of the
study. Data collection sites included
educational settings such as schools
and colleges, community venues such
as libraries, premises of voluntary sector
organisations, and other feedback/open
forum sessions.

Three major strategic Clinical
Commissioning Group engagement
events were held in Elmswell.
Professionals and members of the
public took part in these open-house
discussions. Data collection at these
events took place in a deliberative
workshop format.
Family carers of all ages were engaged
with in a number of ways: through
link workers in the hospital and in the
community, on the Suffolk Family Carers
(SFC) bus, and with the Community
Connector project. Questionnaires were
sent to the family carers on SFC’s mailing
lists by email and post.
A visual depiction of the geographical
areas where engagement had taken place
was used to channel efforts into underrepresented areas.

recorded views and data from almost
14,000 children and young people across
19 different schools. Children and young
people have shared views on important
subjects like the impact of social media,
self-harm, cyberbullying, use of electronic
devices, sleep deprivation, sexual health
and drugs and alcohol. The survey used
as the primary MHoF data collection
method was co-produced with young
people and also a broad range of relevant
professionals.

The MHoF project was specifically
commissioned by the Suffolk Children’s
Emotional Wellbeing Group (consisting
of health and care commissioners
and representatives of voluntary and
community organisations) as part of
work to deliver the Suffolk Emotional
Wellbeing Transformation Plan
(EWB2020). Following the success of the
In the later stages of data collection,
first MHOF report, Healthwatch Suffolk
engagement also took place with teachers was commissioned for a second year
in 21 primary and secondary schools
to reach more young people across the
across Suffolk. Teachers responded to
county. Funding for this was awarded
the professional’s version of the survey.
through Suffolk Community Foundation’s
As these responses are grouped together Children and Young People’s Emotional
with other professionals, and many did
Health and Wellbeing Fund.
not choose to disclose their profession,
it was not possible to identify the exact
The full MHoF 2018 report will be
number of teachers who responded.
published at the end of 2018. For the
purposes of this report, the Healthwatch
To also include the views of young
Suffolk Research Team have selected
people on mental health and emotional
data most relevant to the aims of this
wellbeing, data obtained as part of the
research.
Healthwatch Suffolk project (“My Health,
Sample
Our Future”), has been included within
this analysis and is available in the final
A range of sampling strategies were used
section of this report. Across the two
in this study. The sample was mostly
years of the “My Health, Our Future”
self- selected either through filling in
(MHoF) project, Healthwatch Suffolk has
the online survey or choosing to fill
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‘I would like to see a responsive
Iservice
would li kethat
better
access toat
men
tal health
started
a local
point of
servic es becaus e....

contact, e.g. my GP surgery.’

•

in the survey as a result attending an
engagement event. Group feedback was
also collected at engagement events.

Survey for Professionals and Staff: 49

An estimated 4,000 – 5,000 people
were engaged at events planned and
coordinated by Suffolk User Forum and
Suffolk Parent Carer Network. Analysis of
group feedback from these events can be
seen on page 110.

768 people engaged with the course
of this project. The distribution of the
sample was as follows:
Responses to the long survey:
•
•
•

Survey for Service Users and
Members of the Public: 354
Survey for Carers: 145
Survey for Professionals and Staff: 106

Responses to the short survey:
•
•

Survey for Service Users and
Members of the Public: 90
Survey for Carers: 24

As this was a qualitative study, and the
sample was non-random, claims are
not made about how representative
the sample is of East and West Suffolk.
Because the survey was available
online, there are also responses from
Waveney residents. The large number of
participants engaged with suggests that
a deep and rounded picture of the views
of mental health service users, carers and
professionals has been obtained.
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‘I would like patients to be followed up in
a timely manner, it would also be good
if patients didn’t have to wait ridiculous
amounts of time for an initial appointment.
There should be more access to services.’
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Survey responses
The results of the surveys have been
structured according to question sets (e.g.
questions about GPs, crisis, discharge).
The total number of questions and
comments in each group is given within
theme tables at the start of each section.
For a more detailed description of how
sub-themes, themes and question groups
have been defined can be seen in the box
below.
The numbers attributed to each theme or
sub-theme represent the total number of
times that they were mentioned within
people’s comments. Each comment can
contain multiple mentions of themes.
For example, a comment could make
reference to both the sub-themes of “local
services” and “wait times”, which are both
part of the theme “access”. Therefore,
once the data from all sub-themes is
aggregated up to the theme within NVivo,
the theme would record two separate
mentions. This ensures that the detail
found within each comment is not lost.
Survey responses were analysed for
sentiment, or the feeling of a comment
and whether it was talking about a past
experience or making a suggestion for the
future. Sentiment has been applied to the
comments in a variety of ways and these
are described below.
1.

Sentiment option 1 - Suggestion for
improvement: In keeping with the
structure and purpose of the surveys,
many people made suggestions or
offered opinions on how to improve
services.

An example of a suggestion for
improvement is:

‘Compassionate. 24/7 service. Speedy
assessment with secondary care, police
etc. Allowing CRISIS team to do short
term intervention. Family/friends to be
included. Home treatment should be a
part of it.’
2. Sentiment option 2 – Past or ongoing
experience: Sometimes people did
not make a suggestion about what
could be different about their care
or support. Instead, they frequently
opted to describe their experiences
(either past or ongoing). From such
feedback it may be possible to make
inferences about what people feel
could be different but it was important
to distinguish them from genuine
statements making clear suggestions
about what could change. Comments
regarding a past or ongoing
experience have been allocated a
sentiment of “positive”, “neutral or
mixed” or “negative”.
As people often mentioned multiple
themes within one comment, it is
important to note that this sentiment
is allocated to the comment as a
whole. This means that a “mixed”
comment can be positive about one
theme and negative about another.
An example of this is:
‘My GP I find is not very understanding
of his condition. The doctor at CAMHS is
brilliant.’.
3. Sentiment option 3 – Mixed: Finally,
comments which contained both
a suggestion for improvement and
a previous or ongoing experience
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have been attributed a sentiment of “mixed”. This means that the feedback can
be recorded as containing both types of feedback and recognised as such. The
suggestion for improvement is recorded but also the sentiment of the past or
ongoing experience, which is attributed a sentiment of “positive”, “neutral or mixed”
or “negative”.
An example of this type of comment is:
‘I would like to be able to access support services more easily. The triage, access and
assessment and then IDT referral process is lengthy and longwinded.’
Sentiment should not be relied upon as a wholly accurate measure of the strength
of feeling people have about the various themes. This is because it does not take into
account the variation in how people may feel about specific elements of their care. For
example, a comment may be positive about one theme and negative about another
and this would be attributed as a “neutral or mixed” comment overall.
In total, 768 survey responses were received. It is important to note that it was not
always possible to clearly identify whether a survey response was from a single
individual (although the majority were) or completed by several people within a
group context. This means that the actual total respondents may be somewhat higher
than 768 recorded responses.

Demographics of survey respondents
Service users and members of the public were asked in the long surveys if they
had any mental health or emotional wellbeing issues and what these issues were.
As respondents often mentioned multiple mental health or emotional wellbeing
issues, many responses are coded to two or more different diagnoses. 170 comments
mentioned two or more conditions.
Mental health or wellbeing issue

Number of
mentions
Anxiety and/ or depression
225
Bipolar
34
Personality disorder or borderline personality disorder
24
Suicidal thoughts or actions*
18
Autism Spectrum (including Asperger’s, ASD, Autism)
16
Stress
15
PTSD
12
Unspecified
11
Psychosis
11
Eating disorder
9
Self-harm
7
Bereavement
6
Abuse
5
ADHD
5
Perinatal mental health (post- natal depression and psychosis)
5
Dissociative disorder
4
Schizophrenia
4
Dual Diagnosis
2
ME
2
OCD
2
Psychological trauma
1
MS
1
Other (did not answer question or not a mental health issue)
15
* Because the surveys were entirely anonymous and did not ask for respondent’s
names, addresses or contact details, Healthwatch Suffolk were unable to raise safeguarding for any of these respondents.
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Carers were asked if the person who they care for has mental health or emotional
wellbeing issues and what these were. Responses can be seen in the next table.

Answer choices
Anxiety
Depression
Bipolar
Undiagnosed
Other (please tell us below)
Total Respondents: 143

Responses
69.23%
52.45%
10.49%
18.88%
59.44%
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99
75
15
27
85

Responses from the “other” category in response to this question are shown in the next
table.
Mental health or wellbeing issue

Number of
mentions
Autism Spectrum Disorder
24
Schizophrenia
16
ADHD
14
Other
9
Personality disorder
7
Dementia
7
OCD
7
Eating disorder
5
Psychosis
3
Self-harm
2
Attachment disorder
2
Learning difficulties
2
PTSD
2
Responses with one mention include: MS, Paranoia, ODD, Dual diagnosis, schizoaffective disorder, agoraphobia, problems with drugs or alcohol, and anxiety.
The long survey for carers asked carers a) who they care for and b) what care the
person who they cared for required. The majority reported that they cared for a child.
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Answer choices
Parent
Child
Brother or sister
Other family member or relative
Friend
Other (please tell us below)
Total Respondents: 143

Responses
14.69%
65.73%
1.40%
17.48%
2.10%
21.68%

The free text “other” responses to this question include:
•

Adult child (17)

•

Spouse (Husband, wife or civil partner (11)

•

Children (10)

•

Partner (7)

•

Other (2)
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21
94
2
25
3
31

Respondents to the short survey for carers asked who the respondent cared for and
what care they required as one question. Results are shown in the next table.

What people needed care for

Number of
mentions
Mental health condition
7
Bipolar
7
Autistic spectrum disorder
6
Other
4
ADHD
2
Dementia
2
Other responses: Physical health, PTSD and drugs and alcohol received one mention
each

Gender
Male
Female
I prefer to describe my gender in my own way
Grand Total
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No. per
gender
146
547
14
707

Gender of respondents by survey
Gender

Male
Female
I prefer to describe my
gender in my own way
Grand Total
Grand Total

Service users and
members of the
public
25%
74%
1%

Carers

Professionals Total

11%
87%
2%

20%
76%
4%

21%
77%
2%

100%
100%

100%
100%

100%
100%

100%
100%

Age of respondents to the service users and members of the public surveys
		
Age
Number
Percentage
5 – 12 years
1
0%
13 – 18 years
8
2%
19 - 25 years
30
7%
26 – 38 years
112
27%
39 – 51 years
133
33%
52 – 64 years
89
22%
65+
36
9%
Grand Total
409
100
Skipped
35
Age of respondents to the carers surveys
		
Age
5 – 12 years
13 – 18 years
19 - 25 years
26 – 38 years
39 – 51 years
52 – 64 years
65+
Grand Total
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Number
0
2
3
13
69
52
20
159

Percentage
0%
1%
2%
8%
43%
33%
13%
100

Age
Skipped

Number
10

Age of respondents to the shortened survey for professionals
		
Age
Number
5 – 12 years
1
13 – 18 years
0
19 - 25 years
2
26 – 38 years
15
39 – 51 years
23
52 – 64 years
5
65+
1
Grand Total
47
Skipped
2
Age of respondents to the long survey for professionals
		
Age
Number
0 – 18 years
0
19 – 29 years
1
30 – 39 years
0
40 - 49 years
2
50 – 59 years
15
60 – 69 years
23
70+
5
Grand Total
89
Skipped
17
Sexuality of respondents for each survey
				
Sexuality
Service users and
Carers
members of the public
Heterosexual / 313 (77%)
141 (89%)
Straight
Gay Male
11 (3%)
1 (1%)
Bisexual
20 (5%)
2 (1%)
I would prefer 48 (12%)
12 (8%)
not to say
Other (please
12 (3%)
3 (2%)
specify)
Grand Total
404
159

Percentage

Percentage
2%
0%
4%
32%
49%
11%
2%
100

Percentage
0%
9%
24%
26%
29%
10%
2%
100

Professionals

Total

103 (78%)
1 (3%)
5 (5%)
19 (12%)

557
(80%)
13 (2%)
27 (4%)
79 (11%)

4 (3%)

19 (3%)

132

695

Ethnicity of respondents for each survey
				
Ethnicity
Service users
and members of
the public
White - English/ Welsh/ 376 (91.9%)
Scottish/ Northern Irish/
British
White - Any other White 8 (1.9%)
background
Other ethnic group 6 (1.4%)
Any other ethnic group
White - Irish
5 (1.2%)
Asian/ Asian British 2 (0.4%)
Indian
Black/ African/ Caribbe- 3 (0.7%)
an/ Black British - Caribbean
3 (0.7%)
Mixed/ Multiple ethnic groups - Any other
Mixed/ Multiple ethnic
background
Mixed/ Multiple ethnic 2 (0.4%)
groups - White and
Black Caribbean
Mixed/ Multiple ethnic 1 (0.2%)
groups - White and
Asian
White – Polish
1 (0.2%)
White – Portuguese
1 (0.2%)
Asian / Asian British 1 (0.2%)
Chinese
Black/ African/ Caribbe- 0
an/ Black British - Any
other Black/ African/
Caribbean background
Grand Total
409
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Carer

Professionals

Total

149
(93.7%)

122 (91.7%)

647
(92.3%)

5 (3.14%)

6 (4.5%)

1 (0.6%)

2 (1.5%)

19
(2.7%)
9 (1.3%)

3 (1.9%)
0

0
1 (0.8%)

8 (1.1%)
3 (0.4%)

0

0

3 (0.4%)

0

0

3 (0.4%)

0

1 (0.8%)

3 (0.4%)

1 (0.63%)

0

2 (0.3%)

0
0
0

0
0
0

1 (0.1%)
1 (0.1%)
1 (0.1%)

0

1 (0.8%)

1 (0.1%)

159

133

701

Religion of respondents for each survey
				
Religion
Service users and
Carers
members of the public
No religion
183 (45.85%)
68 (42.5%)

Professionals

Total

71 (53.4%)

322
(46.5%)
322
(46.5%)
35
(5.1%)
8 (1.2%)
3 (0.4%)
2 (0.3%)
1 (0.1%)
693

Christian

189 (47.3%)

83 (51.9%)

50 (47.6%)

Other (please
specify)
Buddhist
Muslim
Jewish
Sikh
Grand Total

20 (5.0%)

8 (5.0%)

7 (5.3%)

5 (1.3%)
2 (0.5%)
1 (0.3%)
0 (0.0%)
400

1 (0.6%)
0 (0.0%)
0 (0.0%)
0 (0.0%)
160

2 (1.5%)
1 (0.8%)
1 (0.8%)
1 (0.8%)
133

Total numbers of people who reported a disability for each survey
Disability
No
Yes, limited a
little
Yes, limited a
lot
I would prefer
not to say
Grand Total

Service users and
Carers
members of the public
141 (35.1%)
98 (62.4%)

Professionals

Total

107 (80.5%)

122 (30.3%)

27 (17.2%)

16 (12.0%)

127 (31.6%)

27 (17.2%)

4 (3.0%)

12 (3.0%)

5 (3.2%)

6 (4.5%)

402

157

133

346
(50.0%)
165
(23.8%)
158
(22.8%)
23
(3.3%)
692
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Types of disability which people reported for each survey
Disability

A long-standing illness
or health condition
such as cancer, HIV,
diabetes, chronic heart
disease, or epilepsy
A mental health condition such as depression,
schizophrenia or anxiety disorder
A physical impairment
or mobility issues such
as difficulty using your
arms or using a wheelchair or crutches
A social/communication impairment such
as a speech and language impairment or
Asperger’s syndrome/
other autistic spectrum
disorder
A learning disability
/ difficulty such as
Down’s syndrome,
dyslexia, dyspraxia or
ADHD
Blind or have a severe
visual impairment uncorrected by glasses
Deaf or have a severe
hearing impairment
An impairment, health
condition or learning
difference that is not
listed above (please
specify)

Service users
and members
of the public
51

Carers

Professionals Total

%

13

9

73
(13%)

13%

194

20

10

224
(41%)

41%

45

17

3

65
(12%)

12%

37

2

3

42 (8%) 8%

62

4

4

70
(13%)

13%

0

5

0

5 (1%)

1%

9

2

1

12 (2%) 2%

-

-

51 (9%) 9%

542
100%
(100%)

Postcode location of the survey responses
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Professionals who reported a job title
Job title
Number
Nurses
15
Teachers and teaching assistants
10
Therapists
9
Voluntary sector workers
7
Managers
6
Social services
4
Other
3
Service coordinator (mental health coordinator, care coor- 3
dinator)
Paediatricians
2
GP
2
Job Centre staff
2
Pastoral Care
2
Pharmacy
2
Youth worker
2
Travel Trainer
1
SENDco
1
Responses only mentioned once include: dementia project officer, SENDco, travel
trainer, supported housing manager, library assistant, administrator, public governor, assistant clinical psychologist, clinical team leader
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‘I would like more people to be
educated on mental health and
emotional wellbeing,
so they understand.’
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Heading 1: Open-ended questions (Service user’s and
members of the public survey and carer’s survey)
Service users and members of the public were asked what they felt strongly about in
relation to mental health services, and what they would like from these services. In
addition, carers were asked to identify what the person they cared for would like from
services. There was a total of 1,199 comments recorded in response to these openended questions.
The next table includes a list of all themes identified within service users and carers
comments in response to this section of the survey. Only the most significant themes
(those with twenty responses or more) have been reported. Information about
minor themes is available on request. After the theme table, the sentiment analysis
is reported for the open-ended questions, as well as a more detailed look at the most
common themes.
Theme

Access
Interaction with others
Quality of services
Community support
Continued support
Resources
Information and
signposting
Professionals
Carer informed or
involved
Integrated care
Early intervention and
prevention

Service users and
members of the public
(3 questions, 752
comments)
276
72
61
90
45
48
20

Carers (4
questions,
402
comments)
160
69
79
42
50
7
21

436
141
140
132
95
55
41

26
4

11
26

37
30

11
15

15
8

26
23
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Total (1154
comments)

People’s experiences
The majority of these comments shared an opinion or suggestion for how services
could be improved (412) rather than a previous experience (123). Examples of
suggestions include:

‘Continuity of service, access to support in emergencies, to be included as
much as possible in meetings and decisions, support for school and their
understanding’ (Carer)
‘I would like a well-advertised one stop shop, phone number or link for people
of all ages to contact and know they will at least be listened to and not just be
a statistic. If someone is for example suicidal they or a relative need access to
some support urgently in the same way a medical emergency is treated. Mental
health can be life threatening too!’ (Service user or member of the public)
People who did report a previous experience most often reported a negative
experience (82). 36 comments which gave a previous experience were neutral or
mixed, and five positive.
Negative experiences:

‘The person I have cared for is my adult son who was living with me during an
acute episode of anxiety depression. He is not registered with my GP - it was
almost impossible for him to access any help or services and when he did it was
to join a weekly information group. This was a long way from a suitable response
for him and he did not participate. He was even more alienated and fatalist about
the options open to him after this. (Carer)
‘I would like to be able to access services. Too ill for well-being service. Don’t
fit mystery 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. Now waiting for 18 months to access add
assessment in which time I will have probably lost my job.’ (Service user or
member of the public)
Neutral or mixed experience:

‘I personally do not need support but feel passionately about helping others.’
(Service user or member of the public)
‘She doesn’t understand her needs as she is emotionally and intellectually too
young despite her chronological age.’ (Carer)

Theme: Access

Positive experience:

‘He does not feel he needs any
support because he has me.
However, some time ago he had
a CPN who came to give him the
injection he needs every two weeks.
This was a tremendous help to him
as he had someone to talk to who
understood his illness and also
who could help him with various
suggestions, such as making mind
maps etc...’ (Carer)

The theme of “access” has been used
to group together mentions of entry to
and the availability of mental health
services. This includes mentions of being
unable to receive a service or requiring
more support, waiting times for services,
pathways into services, the availability
of services locally, referrals and ease of
accessibility.

218 people mentioned a view or opinion
on how services can be improved
and a previous experience in the
same comment. Of these, most of the
experiences reported were negative (198).
Seven were positive, and 13 neutral or
mixed.

Mentions of access were extremely
common in these questions and across
most other questions featured within the
surveys.

‘I would have liked support and
advice in how best to care for my
child. I would have liked my calls
to be answered in a more timely
manner. I needed more than the
stress awareness course offered
when my own mental health suffered
as a result of being a carer’ (Carer)
‘I would like to be able to access
support services more easily. The
triage, access and assessment and
then IDT referral process is lengthy
and longwinded. Often things have
escalated and got out of control
between triage to access and
assessment, by the time you have
been referred to IDT your needs are
greater and more complex.’ (Service
user or member of the public)
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I would like better access to

See
a mental health
ment al health serv ices
practitioner.
becaus e.... Not a computer.

Sub-theme

Lack of or more support Includes mentions of
not being able to access services which they
require. Also includes non-specific mentions of
requiring ‘more support’.

Number of mentions
Service users
Carers
and members
of the public
153
97

‘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)

‘I would like there to be a way I could say to my son that there would be
something available to support him when he fell into crisis. It was simply awful
being powerless and seeing someone suffer.’ (Carer)
‘Lack of support.’ (Service user or member of the public)
Wait times
Mentions of waiting for a service (e.g. waiting
times and lists) and also the desire not to wait
or for a prompt service.

79

46

‘I would like there to be a service that is properly resourced and does not take
months to access.’ (Carer)
‘I would like patients to be followed up in a timely manner, it would also be
good if patients didn’t have to wait ridiculous amounts of time for an initial
appointment. There should be more access to services.’ (Service user or
member of the public)
Ease
Non- specific mentions of ease of access or
difficulties in accessing services

36

25

‘Help should be more easily accessible.’ (Service user or member of the public)
‘I would like easy to navigate services - currently not sure who to call!
Information on who does what, who to call for what.’ (Carer)
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Local
6
Mentions regarding the desire for local services
and support in rural areas.

26

‘I would like to see a responsive service that started at a local point of contact,
e.g. my GP surgery and preferably continued there so that I did not have to
travel miles to a central location.’ (Service user or member of the public).
Pathways
10
A small minority of direct mentions of
“pathways”. This theme also includes
any mention of the complexities people
experience when trying to access support or
the amount of steps required to access services

8

‘I would like to see self-referral assessment centre as the first point of contact
when they are in or experiencing a crisis, followed by a structured path to the
next level of care that is appropriate to their current needs.’ (Carer)

‘Any kind of service that is useful for me. Rather than… services which I have to
‘utilize’ or exhaust first.’ (Service user or member of the public)
‘A clear and simple pathway in to mental health services.’ (Service user or
member of the public)
24/7 or out of hours
Mentions of a desire for services which are
accessible at all times.

15

3

‘Prompt 24 hr access to appropriately trained professionals who are committed
to providing the best possible management of myself and my illness.’ (Service
user or member of the public)
Other factors mentioned within access include referrals (10) access in a crisis (nine)
and choice of services (5)
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Other examples of feedback attributed to the theme of “access” within this question
group included:

‘I would like a well-advertised one stop shop, phone number or link for people
of all ages to contact and know they will at least be listened to and not just be
a statistic. If someone is for example suicidal they or a relative need access to
some support urgently in the same way a medical emergency is treated. Mental
health can be life threatening too!’ (Service user or member of the public)
‘I’d like the mental health services to be more open to people. People struggle to
get appointments. To even get on the ladder of mental health.’ (Service user or
member of the public)
‘The person I care for would like to be able to access some talking therapy which
has helped him before (I have paid for this privately). He was told it would be
six months before he would get six sessions of CBT and in fact these have never
materialized.’ (Carer)
‘Firstly, I would like her to be assessed and not told constantly that she is not a
priority. Having been discharged from woodlands with no follow up or access to
community service. When we go to the GPs we are told to ring crisis team, who
then tell us to ring Ipswich team!... She can’t use a telephone due to her anxiety
which makes things very difficult.’ (Carer)

Theme: Interaction with others
The theme of ‘interaction with others’ was used to capture the large number of
mentions of the way in which the respondent’s communication with others made
them feel, or how they would like their communication with others to make them
feel. This includes both their interactions with professionals and with the wider
community.
These types of comments, particularly ones about wanting to feel listened to, were
common throughout the survey and also across all other sources of data.

Sub-theme

Understood
Most often refers to specific mentions of
“understanding” or being understood, but
also comments which relate broadly to this
e.g ‘acceptance’. Some comments mention
specific conditions but can also be about
mental health in general or being treated with
understanding by professionals. Includes
understanding from professionals and wider
public.

Number of mentions
Service users
Carers
and members
of the public
29
38

‘Lack of understanding from people he may meet in everyday life.’ (Carer)
‘I would like more people to be educated on mental health and emotional
wellbeing, so they understand.’ (Service user or member of the public)
‘Lack of understanding about how it affects everyday life especially at school.
A teacher commented about ‘trying to snap out of it’.’ (Carer)
‘There needs to be more acceptance in educational establishments. This
person has been treated abysmally in colleges and schools.’ (Carer)
‘I feel strongly about wanting to be independent and there is a lot of pressure
on me to do this from society. Because of my Autism this is always difficult.
So, it’s about people’s understanding of different conditions.’ (Service user or
member of the public)
Stigma
33
Direct mentions of stigma or mentions of
experiences or desires for improvement which
relate to stigma.
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13

All of the mentions of stigma were either negative experiences or suggestions that
stigma needs to be decreased or improved.
‘I feel it’s still not talked about enough, or openly enough with young people.
I believe there is a stigma particularly with men that accepting you are
struggling and dealing with mental health is a weakness’ (Service user or
member of the public)
‘I would like it to be easier for people to talk about mental health problems and
not to feel stigmatized’ (Service user or member of the public)
‘Increase understanding of school and other services to his ‘difference’ in
a supportive, non-labelling, non-dismissive or discriminatory manner.
Acceptance that sometimes being unable to attend school/event isn’t because
of a lack of desire or interest - that bad mental health days or like bad cold/
cough/fever days. To be valued as an individual & not have his identity rolled
into his mental health issues’ (Carer)
Listened to
11
Mentions of feeling listened to all relate either
to being listened to by services or professionals
or are non-specific e.g. ‘support, guidance,
listening ear’. All contain direct mentions of
being ‘listened to’ or having someone listen.

25

All of the mentions of being listened to were either suggestions for improvement in
how well people are listened to or negative previous experiences.

‘Support and encouragement. Someone listening to me so that I am heard.’
(Service user or member of the public)
‘I would like my son’s mental health issues to be taken seriously. My son might
only be 12 but his feelings and needs are no less than an adult who is suffering
with anxiety and depression. He deserves to be listened to as do I.’ (Carer)
‘I would like to see my child helped and supported with the issues they have
straight away instead of being left to cope with no support. To be listened to as
to what help they need and action taken to provide that support.’ (Carer)
Other ways which people mentioned wanting to be interacted with included being
taken seriously (four), being treated with empathy (four), and with dignity and
respect (two).
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Theme: Quality of services
“Quality of services” was used to describe the way in which people evaluate the
services they receive. Some sub-themes relate to direct feedback about the treatment
received, for example, mentions of the effectiveness treatment or an over-reliance on
medications. However, many of the sub-themes within quality of services relate to
wider factors such as the responsiveness of services, continuity, and whether care is
person centred or tailored to an individual’s needs.

Sub-theme

Effectiveness
This sub-theme refers to mentions of a desire to
receive the right treatment or a service which
improves symptoms.

Number of mentions
Service users
Carers
and members
of the public
16
18

‘He would like to feel safe, and appreciated and valued and that help will work’
(Carer)
‘Greater access to talking therapies, improvements required regarding teenage
inpatient facilities. Lack of beds, no understanding of daughter’s medical
conditions and autism making the stay unbearable and making mental
conditions worse’ (Carer)
‘I would like to be seen more regularly and to feel as though I was getting the
help I actually need’ (Service user or member of the public)
Over-reliance on medication
16
Mentions of an over reliance on medication refer to negative comments about only receiving
pharmaceutical therapies or a perception that
professionals use these therapies too much.
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10

‘The impact of living with mental health issues are not talked about enough.
treatment seems to be mostly medication not therapy like counselling’
(Service users and members of the public)
‘She feels like whoever she talks to doesn’t understand what’s going on and
they just want to fix her with tablets’ (Carer)
Responsiveness
4
20
Responsiveness refers to mentions of how
quickly or efficiently a service responds or
communicates with service users. It includes
comments about receiving a timely response
to communication e.g. having calls answered
or calls back (18) and having a named
contact (6) and a general comment about
responsiveness.
All of the mentions of this theme were either a negative previous experience of
un-responsive services or suggestions that people would like the responsiveness of
services to be improved.

‘I would have liked my calls to be answered in a more timely manner’ (Carer)
‘Getting support immediately when the need arises. Having a contact
number who can talk to them immediately Having someone to monitor their
emotional needs on a regular basis.’ (Carer)
General responsiveness: ‘I would like to see a responsive service that started at
a local point of contact, e.g. my GP surgery and preferably continued there so
that I did not have to travel miles to a central location.’ (Service user or member
of the public)
Continuity
Mentions of continuity refer to having
“continuity” directly as well as expressing
a desire to be seen by the same or regular
members of staff

8

11

All of the mentions of continuity were either people suggesting that they would
like more continuity in their care from mental health services or that they had a
previous experience of a lack of continuity of care.

‘Troubled that despite having access to IDT for 4 years a feeling of lack of
continuity and knowledge and understanding of needs. Therefore, feels
nothing gained by using their services’ (Carer)
‘Being able to see same person and being able to contact them outside of a
clinic appointment’ (Service user or member of the public)
‘I feel there is a severe lack of care and continuance of care of patients with
mental health needs’ (Service user or member of the public)
Person centred
11
8
Person centred care refers to direct mentions of
a desire for treatment to be “person centred” as
well as treatment being fitted to the individual
All of the mentions of person-centred care were either negative mentions of not
receiving person centred care or suggestions and opinions that people would like
more person-centred care.

‘Short waiting times, access to all, person-centred care’ (Carer)
‘Need to be more personalised as not everyone can be sorted in 6 weeks.’
(Carer)
Other sub-themes within quality of services included consistency (five), adequate
care planning (five) and time to care, including mentions of about professionals
having time to be able to adequately meet people’s needs (three), having face to face
support (two) and cost-effectiveness (one).
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Other examples of feedback attributed to the theme of “quality of services” within this
question group included:

‘It’s difficult for MH sufferers to feel strongly about anything because of
medication! Motivation is suppressed and achieving even small tasks can be
monumental. Just coping each day is sometimes the best that can be achieved
let alone having the headspace to DO anything.’ (Carer)
‘More understanding. The treatment from Access and Assessment was terrible
as was the treatment from the IDT’ (Carer)
‘A person-centred approach, involving me in the process - asking me what I want
to get from treatment and tailoring it to my needs.’ (Service user or member of
the public)
‘More consistent delivery of mental health and wellbeing services. Sometimes
he receives good care but more often the care he receives is limited in ambition
and lacks consistency and continuity. Problems seem to be related to pressure
of work that staff are under but also variability in staff attitudes and training.’
(Carer)

Theme: Community support
The community support theme was used to group together mentions of receiving or
desiring more support “in the community” or outside of health services. This could include voluntary and community sector support, support groups, support from peers
and informal support from family and friends, support from an individual’s school or
employer, as well as support from professionals such as link workers or community
Psychiatric Nurses.

Sub-theme

Talking therapy
Includes mentions of wanting or receiving
talking therapies, including counselling, CBT,
psychologists as well as unspecified “talking”
or “talking therapy”. These comments often
related to access to talking therapies.

-55-

Number of mentions
Service users
Carers
and members
of the public
47
18

‘I would like CBT and other therapies to be available for service users as soon
as they need it. My experience is that these therapies, supplied by Suffolk, are
good but there is not nearly enough qualified professionals to deliver enough
sessions for every service user who needs it.’ (Service user or member of the
public)
‘The person I care for would like to be able to access some talking therapy
which has helped him before (I have paid for this privately). He was told it
would be six months before he would get six sessions of CBT and in fact these
have never materialized.’ (Carer)
Professional Support
Includes mentions of professional support in
the community, such as social workers, CPNS,
GPs and also unspecified comments about
“professionals”

18

7

‘The service that the home treatment team (HTT) from west Suffolk hospital
offered for a very short period of time was very helpful for me as I knew that
someone would always be available (by phone) who had her notes, if I needed
to talk to them for advice. This gave me and her opportunities to have meetings
with psychologists/ psychiatrists and mental health nurses, this unfortunately
stopped very quickly- so I would therefore say that it is a good service but
needs to be available for a longer period of time. We did feel like we had been
dropped. Also, a 9 month wait for CBT is totally unacceptable, she is now
having it and it really helps. We found the wellbeing silver cloud useless and
face to face support is much better.’ (Carer)
‘As previously stated, there needs to be more access to psychiatrists. Care
coordinators are great for a chat but they are unable to tweak meds when
necessary.’ (Service users and members of the public)
‘He does not feel he needs any support because he has me. However, some
time ago he had a CPN who came to give him the injection he needs every two
weeks. This was a tremendous help to him as he had someone to talk to who
understood his illness and also who could help him with various suggestions,
such as making mind maps etc…’ (Carer)
Support groups
Mentions of using or wanting more support
groups.

16

5

‘I think that more could be done but that there aren’t the resources to cope with
this. I feel lucky that my doctor has been supportive, but this support hasn’t
always been there in my work place.’ (Service user or member of the public)
‘Support and for my child to receive support and help, for schools to help, and
not be turned away until things get so bad’ (Carer)
School or employer
Refers to mentions of support or a desire for
support at work or school.

8

4

‘I think that more could be done but that there aren’t the resources to cope with
this. I feel lucky that my doctor has been supportive, but this support hasn’t
always been there in my work place.’ (Service user or member of the public)
‘Support and for my child to receive support and help, for schools to help, and
not be turned away until things get so bad’ (Carer)
Support for carers
0
A number of carers also mentioned specifically
wanting more support available for them.

12

‘Support for us as carers, we are normally working, running the home, bringing
up children or looking after others. It feels like there is nowhere for us to turn
for help. How do we as carers know if we are handling the depression and
anxiety in the correct way.... I question am I making things worse.’ (Carer)
Other sources of support mentioned within this theme include phonelines (four),
drop ins (four). There were 20 total mentions of themes with three or less mentions.
These include alternative treatments such as yoga or aromatherapy, awareness
raising, and mentions of the police. More information about these themes is
available on request.
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Other feedback attributed to the theme of “Community Support” within this question
group included:

‘A care coordinator for a start who can help her access some form of supported
housing. Back to work help. Help with accessing benefits and forms. Courses R.E.
her diagnosis. Therapy! Weekly human support. Basically, anything more than
she is getting now will be a bonus as we live in fear of a knock at the door from
the police asking us to identify her body.’ (Carer)
‘More help with making friends and social integration. More help understanding
my condition and what to do to help myself.’ (Service user or member of the
public)
‘There being access to support and groups to talk to - people often feel alone. It
would be nice to see groups that run at night, because a lot of anxious people
(like myself) still have to hold down full-time jobs in order to survive, but then we
can't go to groups that meet at 2pm for example.’ (Service user or member of the
public)

Theme: Continued support
Continued support includes mentions of the length of time for which mental health
service users receive support. This can refer to the support after a crisis or discharge
from mental health services, ongoing reviews and check-ups for people with mental
health or wellbeing difficulties and how many appointments people receive when
they access mental health services.

Sub-theme

Crisis and discharge
Mentions of wanting to or being able to access
continued support after a crisis and access
back into services or support following
discharge from inpatient services.
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Number of mentions
Service users
Carers
and members
of the public
23
24

‘We are almost at the point of discharge now thankfully however our daughter
is wondering what happens if she feels she’s in crisis again after her 3-month
period. She’s worried about the length of time it may take for the GP to re refer
her again’ (Carer)
‘Having direct access to services in a crisis. He is afraid that he will be
discharged if he is well for any length of time which has happened and became
severely unwell without direct access to services and too unwell to recognise
or ask for help. This has put him in dangerous situations.’ (Carer)
Follow- up and review
Mentions of wanting reviews, for example
medication reviews, direct mentions of “follow
up” or “review” and mentions of wanting or
receiving ongoing support.

20

13

All of the mentions of this theme were either negative mentions of not receiving
reviews or follow up meetings from treatment or suggestions that there needs to be
more reviews and follow on support.

‘I would like patients to be followed up in a timely manner, it would also be
good if patients didn’t have to wait ridiculous amounts of time for an initial
appointment. There should be more access to services’ (Service user or
member of the public)
‘Proper medication reviews and adequate condition management plans’
(Carer)
Longevity of support
Mentions of wanting support to carry on for
longer or wanting more appointments.

7

16

All of the comments about longevity of support suggested that people would like
more or longer appointments with services or negative experiences of support
finishing too early.
‘More, easier access to counselling and longer than 6-week stints of sessions’
(Service user or member of the public)

‘After a long journey, she is currently receiving care form a Psychiatrist
and a Psychologist. The first signs of some progress are being seen and the
Psychologist has to stop seeing her in a month. She really wants to carry on but
feels no one cares as she is not allowed to.’ (Carer)

Other themes within the open-ended questions: Resources
Although resources and funding were not consistently one of the largest themes in
the survey mentions of these topics were found throughout the responses. The wider
theme of “resources” includes mentions funding (21), capacity or staffing levels within
services (14) and parity of funding between physical and mental health (eight). Three
people also mentioned a lack of inpatient beds. Examples of these themes can be seen
below.

‘To have adequate funding to allow vulnerable young persons and adults to
access the proper and appropriate care QUICKLY!’ (Service user or member of
the public)
‘I would like there to be a service that is properly resourced and does not take
months to access.’ (Carer)
‘The lack of resources, the lack of beds in psychiatric units, the treatment of
mental health conditions and the length of time to get referred.’ (Service user or
member of the public)
‘My biggest struggle is lack of staffing under secondary mental health services
- there are not enough staff to close clients that no longer need services. Not
enough staff to support those who need to access the secondary mental health
services, individuals who are in CRISIS or have long term issues that need
addressing are not getting the support they need to keep them safe.’ (Service
user or member of the public)
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Heading 2: Travel (Service user’s and members of the public
survey and carer’s survey)
In the long format surveys, service users and members of the public and carers were
both asked the same three questions about travelling to services. These were how
they travelled to services, how easy they found it to travel to services, and if they
found travelling difficult, what could make this easier.
The shortened surveys did not ask questions about travel.
Chart 1a. Responses to ‘How do you travel to reach mental health and emotional
wellbeing services?’
Type of
transport
Car
Other
I do not
travel
Bus
Taxi
Bike
Train

Service users
and members
of the public
187
82
75

Carers

Total

Total %

92
27
34

279
109
109

46%
18%
18%

50
17
13
10

10
3
2
2

60
20
15
12
604

10%
3%
2%
2%
100%

As can be seen in the table above, the majority of people said that they travel to mental
health services by car. This is followed by 109 people who said that they do not travel
to services, and 109 who said other. The most common responses to the free-text
‘other’ option are shown in chart 1b below. The most common form of public transport
was to use the bus (60). Far fewer people said that they took a taxi (20), bike (15) or train
(12).
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Chart 1b. “Other” responses to ‘How do you travel to reach mental health and
emotional wellbeing services?’
Type of transport

Walk
Lack of access or needs
more support
Lift from family, friends or
carer
Other (comments which
were not relevant or could
not be understood)
Car (not included above)
Online
Home based services
Other modes of transport
(see below)

Service users Carers
and members
of the public
32
4
21
11

Total

Total %

36
24

32%
21%

14

5

19

17%

-

-

11

10%

4
5
3
-

3
0
2
-

7
5
5
6

6%
4%
4%
5%

113*
100%
Other modes of transport in the other category include: medical transport (two);
unspecified “public transport” (one); taxi (one [not included above]); bus (one [not
included above]); train (one[not included above]). Total of 6 mentions and 5% of total.
*Please note that because “mentions” of themes in each comment have been
counted the total number of mentions is higher than the total number of comments
within the other category in chart 1a.

Of the free text responses to the question about how people travelled to reach
services, the most common answer was walking (36). However, a number of people
also mentioned not being able to access services or requiring more support (24).
Several said that they received lifts. Five said that they accessed mental health support
online, including webinars and online counselling. Five mentioned using home-based
services including CPN’s, care coordinators and unspecified services. A few said that
they travelled by car, taxi, bus and train and these have not been included in chart 1a.

Table 2a. Responses to ‘If you travel to reach mental health and emotional wellbeing
services, how easy is it to travel?’
Response
Very difficult
Moderately difficult
Neither easy nor difficult
Moderately easy
Very easy

Public
43
70
50
61
28

Carers
9
33
25
31
9

Total
52
103
75
92
28
359

Total %
14%
29%
21%
26%
10%
100%

43% of respondents to the question about how easy they found it to travel to reach
mental health services said that they found it either very or moderately difficult. 21%
said it was neither easy nor difficult and 36% said it was either moderately or very easy.
Chart 3a Responses to ‘If you find travelling moderately or very difficult, what could
help make this easier?’
Theme

Other
Convenient appointment
times
Financial support
Online Chat
Online support
Telephone appointments
Skype
Text messaging services

Service users Carers
and members
of the public
102
33
75
27

Total

Total%

135
102

38%
29%

54
59
42
51
33
36

75
72
53
60
47
45
352

21%
20%
15%
17%
13%
13%
100%

21
13
11
9
14
9

Chart 3a above shows the responses to the multiple-choice question about what could
make travelling to services easier. The most common answer for both carers and
service users was the free text “other” category. The results of this can be seen in chart
3b. This was followed by convenient appointment times (29%) and financial support
(21%). Online chat (20%) was ranked more highly than generic online support (15%) for
both service users and carers. Telephone appointments, Skype and text messaging
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services were the lowest ranked types of support by service users. Carers least
commonly chose online support, text messaging and telephone appointments.
Chart 3b. “Other” responses to ‘If you find travelling moderately or very difficult,
what could help make this easier?’
Theme
Local services
Other (comments
which did not
answer the question
or were not
understood)
Home visits
Mental health makes
it difficult to travel
Parking
Appointment times
Online services
Lack of access or
needs more support
Other ways to make
travel easier (see
below)

Public
29
-

Carers
10
-

Total
39
26

Total%
27%
18%

19
14

1
3

20
17

14%
12%

5
5
4
3

3
1
1
2

8
6
5
5

6%
4%
4%
4%

16

11%

142*
100%
Other themes found include: improved public transport (four); having someone to
travel with (four); improved communication (three); a transport service (one); being
able to phone in (one); and more support groups (one). Total of 16 mentions and 11%
of total.
*Please note that because “mentions” of themes in each comment have been
counted the total number of mentions is higher than the total number of comments
within the other category in chart 3a.

People who responded in the “other” free-text box most commonly mentioned
having local services could make travelling easier (39). This was the most commonly
mentioned theme for both service users and carers. Service users commonly
mentioned a desire for home visits (19). Several service users and carers said that their
mental health made travelling difficult (17), and anxiety was commonly mentioned in
these comments. A few people said that better or more accessible parking at places
which provide mental health services could help make travelling easier (8). Flexible
or more appropriate appointment times (6) and having online access to services,
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including Skype or other video chat, and email or messenger support were also
mentioned. A small number (5) said that there was a lack of mental health services
available to them or that they had not been able to access support.

‘Not enough staff to support those who
need to access the secondary mental
health services, individuals who are in
CRISIS or have long term issues that need
addressing are not getting the support they
need to keep them safe.’
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Heading 3: GP services (Service user’s and members of the
public survey, carer’s survey and professionals and staff
survey)
In the long format surveys, service users and members of the public and staff and
professionals were asked what their GP practice did well in relation to mental health
and emotional wellbeing and what their GP practice could do better. Carers were
asked these same two questions about how their GP practice met the mental health
and emotional wellbeing needs of the person they care for. They were also asked
about how well their GP practice supported them as a carer and how they could
support them better as a carer.
In the shortened surveys, both service users and members of the public were asked
what their GP practice did well and what more they could do. Professionals and staff
were asked generally what GP practices do well and what they could do better.
The next table includes a list of all themes identified within service users and carers
comments in response to this section of the survey. Only the most significant themes
(those with twenty responses or more) have been reported. Information about minor
themes is available on request. After the theme table, the overall sentiment analysis
is reported for this group of questions, as well as a more detailed look at the most
common themes.
Theme

Access
Quality of Care
Information and
signposting
Interaction with
others
Referral
Community support
Unspecified
positives about GP
Professional

Service users
and members
of the public (3
questions, 970
comments)
142
111
85

Carers (4
questions,
370 comments)

Professionals (2 Total (1502
questions, 162
comments)
comments)

57
45
39

22
25
17

221
181
141

82

39

4

125

57
75
69

33
18
23

16
6
0

106
99
92

52

27

11

90
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Continued support
Integrated care
Resources
Carer informed and
involved

49
22
13
0

17
6
7
18

2
17
4
3

68
45
24
21

People’s experiences
Of the people who commented with a previous experience of GP’s services, the
majority were either neutral or mixed (246, including comments which contained
both positive and negative themes) or negative (204). 137 shared a positive previous
experience.
Examples of positive GP practice experiences:

‘My GP listens well and responds constructively. The practice promotes selfreferral.’ (Service user or member of the public)
‘My GP always encourages me to see her every few weeks, regardless of how I
feel.’ (Service user or member of the public)
Neutral or mixed experience:
‘My GP I find is not very understanding of his condition. The doctor at CAMHS is
brilliant.’ (Carer)
Examples of negative GP practice experiences:

‘GP practice does not have the resources to handle mental health issues.’ (Carers)
‘My son has been on the same medication for nearly 4 years no one at the GP
practice has questioned this.’ (Carer)
330 people shared an opinion on how to improve GP services. These may
be based in previous experience which is not directly mentioned. Examples
include:
‘Have leaflets from carers matter and booklet pack for new carers. Advertise
there are services for the hidden carers and information on support groups for
carers’ (Carer)
‘Have a better understanding of mental health care. Have quick access to
relevant/emergency services regarding mental health’ (Carer)

140 comments were “mixed” or contained both a suggestion for improvement and a
previous experience. Of these, 108 contained a negative experience, 21 were neutral or
contained a mix of positive and negative previous experience and nine were positive.
Examples include:

‘Get to know the person. This does not happen now as he sees different GPs’
(Carer)
‘Provide prompt referral and access to support (including online resources).
Make it easier to book appointments online. There is often a wait of several
weeks unless she telephones on the day. In this case she becomes anxious,
particularly when there is a long wait and she is unable to rely on transport.’
(Carer)
‘I feel well supported and able to speak openly with my GP. Not sure how others
feel - perhaps the practice could offer to make referrals for those who are less
confident.’ (Service user or member of the public)

Theme: Access
The theme of access in the context of questions about GP services contains both
mentions of access into secondary services (GP referrals) and access to the GP surgery
itself. Mentions of access tended to relate to booking appointments. Some people
who had not been able to access services acknowledged that their GP was limited
by the lack of available services to which people could be referred or their difficulty
accessing them. Some people also expressed that GP’s, by definition, are generalists
and are therefore not always knowledgeable about pathways to professional care and
other networks of support locally.

Sub-theme

Waiting times and availability of
appointments
Includes mentions of waiting
times for secondary services and
for GP appointments

Number of mentions
Service users
Carers
and members
of the public
67
19
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Professionals

4

Of the 90 mentions of waiting times, there was one positive mention of GP being ‘fast
access to a professional’ (Professional). The rest of the mentions of wait times were
either negative previous experiences of wait times or suggestions that wait times
need to be improved. Of these, 32 were about wait times for secondary services and
57 were about waiting times for a GP appointment. Some people said that they had
been unable to access a GP appointment when they needed one.

‘Last time I asked for help at my GP to find a wellbeing service fit for my issues I
was put on a waiting list for 6 weeks to see a LINK worker. The appointment was
cancelled the day before and when rebooking the appointment, I was back at
the bottom of the list for an additional 6 weeks… I could not cope emotionally
with waiting a further 6 weeks so I gave up and did not get help.’ (Service user or
member of the public)
‘There was a time I needed to speak to my GP when my condition was
worsening, but my GP did not have any appointments or phone calls available.
This could potentially have worsened my condition. If there had been some
sort of way of explaining to the receptionist the importance of my speaking
to my specific GP, it would have been much better. When you are dipping into
crisis, it is hard to push for something as simple as a phone call.’ (Service user or
member of the public)
‘It takes so long to get an appointment that by the time I get one the crisis has
passed.’ (Service user or member of the public)
‘Not much, although I can talk to my doctor if I feel depressed and I have a
prescription for anti-depressants. Unfortunately, my own doctor works parttime, and it is usually very difficult to get a quick appointment.’ (Carer)
Varies because there are lots of different GP practices involved. There always
seems to be a long waiting list for counselling. Has taken a long time for parents
to receive the CAMHS questionnaire as the first part of referral and then a long
time for them to be seen by CAMHS (Carers)
‘I think there is a good level of awareness but frustration in not being able to
access services promptly.’ (Professional)
Local services
Mentions of local services in
the GP questions all suggest
that there should be mental
health staff or services in the
GP surgery

43

9

7

‘Have regular mental health nurse clinics at practice’ (Service user or member
of the public)
‘Maybe a general wellbeing appointment /autism trained staff.’ (Carer)
‘Provide counselling services on site’ (Service user or member of the public)
‘GP practices should have dedicated mental health and wellbeing practitioners
to support locally as some people cannot access the internet and other
locations and self-help from Silverlight is not effective across the board’
(Professional
Lack of access to services
Mentions of not being able
to access mental health
services

27

12

7

‘There is one G.P at my surgery who is very understanding but they are
frustrated at the lack of services and it is difficult to see them regularly’ (Service
user or member of the public)
‘I don’t think the answer lies in the hands of GP service. There simply are
no viable support services. If Support Workers are still around they’re very
stretched and we understand that when the MH Service User isn’t able to
motivate themselves to a “time slot” it all breaks down but that doesn’t mean
there isn’t a need! (Carer)
‘With little mental health support we are at a loss to how else to help other than
trouble shoot and prescribe’ (Professional)
Talking therapy
Mentions of wanting to
access talking therapy
through the GP

9

7
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1

Of the 17 mentions of talking therapy in the questions about GP’s, 12 were suggestions
that people would like to be able to access talking therapy through their GP. There
were three positive mentions of having accessed talking therapy through a GP in
response to these questions, and 2 negative mentions of not being able to access
talking therapy.
‘Provide access to counselling and support for PTSD’
(Service user or member of the public)

‘More accessibility to mental health specific services such as CBT’ (Carer)
‘Offers counselling’ (Professional)
Other sub- themes within access included ease of access (16); access to specialist
services (six); pathways (two); choice (two) and flexibility (two).

Other feedback attributed to the theme of “access” associated with questions related
to GP practices include:

‘A shorter waiting time to be seen by a professional and assessed. Quicker
processing times for referrals for treatment and more communication, I
didn’t hear for months and when I called to check up no one could even give
me a rough time to expect. More access to self-help forms of treatment and
information. More access and availability for talking therapies like CBT and
CBTP’ (Service user or member of the public)
‘She [my GP] is at a loss too, she suggested the well living self-referral and has
tried a mental health referral, but basically, although she is highly supportive, it
seems no one else wants to know’ (Carer)
‘They find it difficult as they know they have a failing service for children’s
mental health which does not respond to their referrals’ (Professionals)
‘What is good... Can be fast access to seeing a professional. What could be better...
direct access to psychiatrist, mental health nurse in every surgery 5 days a week,
GP’s to know more about what is out there or know how to find out, appointment
times are too short for some people to discuss their needs and notes are not
accessible between services’ (Professionals)

Theme: Quality of Services
Like access, the theme of “quality of services” was used to refer to both the quality of
care received from GP’s and from secondary services. This included comments about
person-centred care, a reliance on medication rather than talking or other therapies
for treating mental health problems, continuity and consistency. “Time to care” was

also used to refer to the length of time given in GP appointments.

Sub-theme

Time to care
Mentions of insufficient time given
in GP appointments.

Number of mentions
Service users
Carers
and members
of the public
23
13

Professionals

8

‘Prescribe medications and put up posters for support groups. Gives a double
appointment to allow more time for him to say what he wants to.’ (Carer)
‘My doctor was good but I felt he/she couldn’t give me any time.’ (Service user
or member of the public)
‘Longer sessions that can be booked to come in and discuss a mental health
problem. If a GP is going to discuss/diagnose depression they are going to need
longer than 5 minutes.’ (Professional)
Over reliance on medication
Mentions of an over reliance
on medication refer to negative
comments about receiving
pharmaceutical therapies or a
perception that GPs use these
therapies too much.

22

7

5

‘The impact of living with mental health issues are not talked about enough.
Treatment seems to be mostly medication not therapy like counselling’
(Service users and public)
‘Understanding the huge importance of therapies, including talking therapies,
rather than solely medication’ (Service users and public)
‘Spend time listening to clients rather than providing them with medication...
listen to the cause of their illness- don’t just assume. Also, regular monitoring of
long term of medication - is it still effective for this person’ (Professional)
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Continuity Mentions of
seeing or wanting to see the
same GP’s regularly.

21

11

1

‘My practice is very good at ensuring that my appointment is with the same GP
as far as possible’ (Service user or member of the public)
‘Our regular GP works part-time so it’s difficult to get an appointment but it’s
often better to wait than see somebody new’ (Carer)
‘In my personal experience of a family member the GP gave a phone number
for person to contact. This is really hard to do for someone who is struggling as
you have to keep going over how you are feeling with lots of different people.
The time frame is long to wait to actually get any help’ (Professional)
Effectiveness
Mentions of how useful
the treatment for mental
health received from GP
or secondary services is
perceived to be.

27

3

3

‘Greater access to talking therapies, improvements required regarding teenage
inpatient facilities.... Lack of beds, no understanding of daughters medical
conditions and autism making the stay unbearable and making mental
conditions worse’ (Service user of member of the public)

‘The GP does not do anything well - just gave us a card with the wellbeing
service number on it. After a phone call to them she was given online
Silvercloud, which was useless. The GP was happy to prescribe antidepressants and up the dose every month as she went back and said she didn’t
feel better, but this made her worse and she ended up in A&E and the crisis
team needed to be called.’ (Carer)
‘Unfortunately, GPs sign post to CAMS which is an ineffective service, thereby
completing the circle of what to do next. No resolution.’ (Professional)
Consistency
Mentions of not receiving
or wanting improved
consistency between GPs or
services.

7

4
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‘The first GP I saw said I would be ok and gave the web address of the Royal
College of Psychiatrists. The next one said I should give up work and that was
what he was going to do himself the following week. The third GP I saw put me
on medication. It did not help. These visits were to 3 different doctors at the
same Ipswich GP practice over a period of 7 months before my breakdown.’
(Service user or member of the public)
‘The first doctor we saw dismissed my son and didn’t offer anything. We
returned 6 months later and the doctor referred my son to the access and
assessment team’ (Carer)
‘The support varies depending on the GP a young person sees within the
practice however support should be constant throughout.’ (Professional)
Other themes found within quality of services include positive comments about
receiving medication from GP (14); wanting to receive holistic care or wanting
physical and mental health problems to be treated together (eight) and wanting care
to be person centred (four). There was one comment each about responsiveness,
continuity and appropriateness of treatment.
Other examples of feedback attributed to the theme of “quality of services” associated
with questions related to GP practices include:

‘I have no needs at present. But, having received excellent CBT from an NHS
practitioner, I would like to know that I can access that again immediately
if there is a crisis, rather than having to go through four tortuous months of
assessment and utterly inappropriate treatment’ (Service user or member of the
public)
‘Excellent support provided from my GP. Positives: I have seen the same doctor
(important when going through a crisis), the doctor has been open and honest,
given me choice around medication, asked ‘when shall I see you again?’ and
booked an appointment right then and there. EVEN if this is a long way off it still
helps hugely when going through a period of mental ill health.’ (Service user or
member of the public)
‘GP services have responded well. Having not got a response from the crisis team
or wellbeing service as they had promised we were left over a weekend with
no support. the GP was proactive in supporting with short term medication and
contacting services. He was a new GP and very supportive.’ (Carer)

Theme: Information and signposting
The theme of “information and signposting” refers to direct mentions of “information”
or “signposting”. It is also comprised of feedback regarding the quality of information

provided by professional services or other networks. In the context of the questions
about GP practices, this theme refers specifically to information and signposting
by GPs. Many of the mentions associated with this theme were related to the GPs
knowledge of what other mental health support is available.
The total number of mentions of information and signposting by each group are
shown in the next table.
Mentions of information and signposting in the comments about GPs.

Suggestions for
improvement

55

Number of mentions
Mixed
Positive
(suggestion
and previous
experience
in the same
comment)
16
17

Neutral or
mixed

Negative

39

13

Examples of feedback regarding information and signposting include:

‘Maybe if they could send information out in a format that I understand e.g. large
print/ easy read. I have looked at the website and it is not accessible to my needs.’
(Service user or member of the public)
‘Improve the GP knowledge of mental health and what is available locally.’
(Service user or member of the public)
‘Signposting from my GP practice was abysmal and I was incorrectly signposted
to start with. This resulted in a number of doors being closed to me for accessing
the appropriate professionals.’ (Service user or member of the public)
‘We have had excellent service from one of the GPs who by now knows us well
but at times have seen other who do not seem to understand the mental health
needs of young people. Even the “good” GP was confused about referring on as
the system seems to change all the time’ (Carer)
‘My GP service is very good and approachable and referred straight away when
we asked them to. However, sign posting to other services and support groups is
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lacking especially as we live in a rural community.’ (Carer)
‘To be more aware of what services are out there outside of the NHS that can
support people.’ (Professionals)
‘As a member of staff I notice that there are posters and leaflets regarding mental
health displayed within the waiting room which is positive but the display itself
is poorly located and so there is a risk patients may not see this when visiting.’
(Professionals)
Theme: Interaction with others
The theme of “interaction with others” was used to capture the large number of
references to the way in which the respondent’s communication with others made
them feel, or how they would like their communication with others to make them
feel. This includes both their interactions with professionals and with the wider
community.

Sub-theme

Listened to
Mentions of being listened to or
wanting to be listened to by the GP
surgery

Number of mentions
Service users
Carers
and members
of the public
38
19

Professionals

3

‘They refer me to support groups, but I feel that they should listen a bit more’
(Service user or member of the public)
‘Listed to what your patients are actually saying - don’t jump to conclusions
because a symptom resembles something else’ (Carer)
‘More listening and recognition of mental health is needed’ (Professional)
Understood
Mentions of GPs understanding
or wanting GP’s to be more
understanding

38

20

-76-

1

‘I don’t feel that from previous experience that the doctors where not very
helpful in understanding my mental Health needs’ (Service user or member of
the public)
‘Understand the very real impact that this has on a family rather than just
wishing they could do more. Understand that as a carer, I am barely sleeping
(GP has suggested that I just go to bed and leave my distressed son to it, which is
clearly impossible), I am not able to undertake my paid work, I am barely able
to take care of my other children (my older son normally has to look after my
younger son), we are not able to have a ‘normal’ family life and we are ruled by
depression and anxiety.’ (Carer)
Other themes found within interaction with others include stigma (four) being
communicated with honestly (two), taken seriously (three), and treated with
sympathy (two).

Theme: Referrals
Referrals were mention 110 times in the responses to the questions about GPs. These
included mentions of wanting to be referred and receiving a referral. The numbers of
mentions of GP referrals in the comments in response to the questions about GPs for
each survey are shown in the next table.
Mentions of GP referrals in each survey
Service users and members of
the public

Carers

Professionals

57

33

16

As the theme of referrals did not have any sub themes, the next table shows the
sentiment of the comments which contained mentions of referrals from GPs. The
majority of mentions of GP referrals reported a past experience (77).
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Sentiment of comments which contained a mention of GP referrals

Suggestions for
improvement

20

Mixed
(suggestion
and previous
experience
in the same
comment)
8

Previous experience
Positive
Neutral or
mixed

Negative

22

17

38

Examples of feedback about GP referrals:
‘They referred me… but the waiting list is atrocious.’ (Service user or member of
the public)
‘GP’s should refer people to appropriate services as well as there being a selfreferral option. some people will not self-refer as they do not feel that they
deserve a service.’ (Service user or member of the public)
‘Good at referring but that does not help if you are the turned away. There is a
lack of outreach services available to young people on the autistic spectrum as
most organisations have had to cut that service due to insufficient funds. GPs
may refer /signpost you to these services but then they unable to help without
reach because they simple cannot afford it. It’s become a system where everyone
signposts you to someone else but no one can actually help.’ (Service user or
member of the public)
‘The GP to be fair did agree to a referral to the mental health trust. Waited 3
weeks to be given a terrible 15 min phone call with rubbish service from some
woman saying my husband had personality disorder. How the can you assess
someone over the phone in such little time? You can’t!’ (Carer)
‘They find it difficult as they know they have a failing service for children’s
mental health which does not respond to their referrals’ (Professional)
‘They know where to refer you for the right treatment needed with the right
professionals, let you know what is available, offer support and book follow up
appointments to check in with you to see how you are and if treatment offered is
helping.’ (Professional)
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Heading 4: Communication (Service user’s and members
of the public survey, carer’s survey and professionals and
staff survey)
In the long format surveys, service users and carers were asked about how well
the providers of their care communicate with them, and what they could do better.
Professionals were asked to give examples of good communication between
themselves and other professionals, what could be done to improve communication
between professionals and what they did well to communicate with those they
support.
In the short surveys, service users and members of the public and carers were asked
what mental health care providers did well in terms of communicating with them and
what they could do better as a single question. Professionals were asked what could
be done to improve communication between professionals and what they do well in
terms of communicating with the people they support. They were also asked what
could be done to improve this.
The next table includes a list of all themes identified within service users and carers
comments in response to this section of the survey. Only the most significant themes
(those with ten comments or more) have been reported. Information about minor
themes is available on request. After the theme table, the sentiment analysis is
reported for the communication questions, as well as a more detailed look at the most
common themes.
Theme

Community Support

Service users (3 Carers (2
questions, 570 questions
comments)
(181 comments)
91
25

Profession- Total (1082
als (4 ques- comments)
tions, 331
comments)
41
157

Interaction with others 119

10

16

145

Communication types 85

32

26

143

Quality of services

71

8

31

110

Access

69

12

28

109

Integrated care
Information and signposting
Communication
Continued support
Carer informed and involved
Professionals
NHS or NSFT response
Care planning

15
42
33
58
4
17
16
4

2
8
8
1
33
1
0
0

78
44
34
6
18
11
9
6

95
94
75
65
55
29
25
10

People’s experiences
There was an equal split in the sentiment of comments which detailed a previous
experience around communication (418). There were 128 negative comments and
147 positives. 143 were neutral or mixed or contained both a positive and negative
experience.
Negative experiences:
‘My son was last “sectioned “ in Hampshire in a hospital 130 miles away. He opted
not to share data and refused to see me. No one at the hospital would talk to me
when I phoned, and no one notified me when he was discharged. I found out
a week after. They DO NOT COMMUNICATE AT ALL. The system is a joke and
makes everything worse than it ever needs to be...’ (Carer)
‘Most difficulties arise from both teams of professionals being over stretched
so not wanting to take responsibility of a client. For example, home treatment,
Wellbeing. Not enough staff causes problems as they can’t take on any more
cases. It is no longer about client but about capacity of teams’ (Service user or
member of the public)
‘A lot of my support has stopped due to cutbacks’ (Service user or member of the
public)
Positive experiences:
‘O’s social worker from mental health team is a total star. He’s always there for us.
We email and talk regularly. He gets things done, as much as he’s able. We were
without him briefly whilst he was on a training course and we felt bereft’ (Carer)
‘The school nurses at the time were great in supporting my daughter at school
and were able to give me advice at the time to deal with the difficult situation we
were in. The CAMHS team were amazingly helpful once we were in the system’
(Carer)
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Neutral or mixed experiences:
‘Communication at our appointments has been fantastic, however
communication between services was shocking although the individual
services were great with the care we received’ (Carer)
‘We have had 5 years of mixed communication, some good, plenty bad, much
misinformation & much judgement from ill trained staff reference OCD which
is not new. When a child doesn’t tick boxes certain staff try to make their fit
conditions they do know’ (Carer)
413 comments shared an opinion on how communication with the providers of
their care could be improved. These comments are all based on a respondent’s
view or opinion. They may reflect some past experience, but this cannot be
directly inferred from the comment.
‘Talk to me by phone or email and keep me updated as to how my daughter is
progressing up the waiting list’ (Carer)
‘Send me info about outreach, caters groups, lectures etc so I feel my skills are
developing quicker than the level of need’ (Carer)
‘Arranging meetings of all agencies involved in the client wellbeing with the
client permission to put together a plan to support them’ (Professional)
117 comments were “mixed”, containing both a suggestion for improvement and
a previous experience. These comments contained 87 comments with negative
experiences, 21 with mixed or neutral experiences and 9 positives.
‘I think we need to think about the whole journey into and out of inpatient
services, where I am based. So, from the admission process and what has
occurred prior to this and keeping patients well informed throughout their
admission. I often hear frustrations being expressed about not knowing what
is going on in their care, which might not always be due to not having been
informed but perhaps we need to tailor our communication accordingly at
all stages of patient’s admission. Remembering that contact with services is
daunting or frightening for many, so to remember the basics; saying who we are
clearly (‘Hallo, my Name Is..) and clear orientation to the building/ward (where
things are) and the processes (not just a list on the wall)’ (Professional)
‘They communicate brilliantly and signpost to places where I can get help.
They could do more of they were better funded. Once every two months is not
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enough. You need more dialogue’ (Service User)
‘You need to feel listened to, supported to find the answers, believed, show a
human response. It may have taken me a long time to get the courage to make
the appointment and now I feel like I’m wasting your time. if you can make
me feel valued it will help and 10 minutes of your time means a lot to me as an
individual. Don’t tell me you are too busy. show you care’ (Service User)

Theme: Communication types
This theme was used to group mentions of a preferred method of communication.
Examples include “phone”, “face to face” or “text”. Results detailing people’s preferred
methods of communication are shown in the next table.

Sub-theme

Phone

Number of mentions
Service users
Carers
and members
of the public
48
11

Professionals

8

‘Being able to ring and run my anxieties and fears past someone who doesn’t
judge or belittle you and then encourages and supports you’ (Service user or
member of the public)
‘PHONE ME... TALK TO ME!!!!!!! TELL ME WHAT IS GOING ON !!!!!’ (Carer)
Digital (including email, online
chat, general online support)

19

11

9

‘Text messaging and email would be ideal. It is not uncommon for people with
anxiety and depression to not feel able to talk on the phone. When this is the
only way for your care coordinator to contact you, or you them, it again causes
a real barrier to receiving help’ (Service user or member of the public)
‘Answer emails, and calls. Weekly emails while they are inpatients with
updates on their mental health and wellbeing’ (Carer)
Face to Face

23

1

-82-

5

If able, meet with family members without the individual receiving care being
present, as this would allow an honest picture to be spoken about without
feeling like you need to be careful what you say in order to avoid upsetting
them’ (Carer)
‘Counsellor is excellent... Regular face to face meeting, calls, emails and letters
in between sessions as required’ (Service user or member of the public)
Text

22

3

1

‘Text reminding for appointments’ (Service user or member of the public)
‘Reply to texts when I tell them I am struggling. Call me when the crisis team say
they will get them to call me as soon as possible’ (Service user or member of the
public)
13
7
3
Written information
‘I would like communication in writing and not just on the phone’ (Service user
or member of the public)
0
1
7
Meetings
‘Professionals meetings, reflection groups, office discussions regarding service
users, meetings with professionals from other services such as Social Work and
community services such as MIND and ENGAGE’ (Professional)

Theme: Community support
The community support theme was used to group together mentions of receiving or
desiring more support “in the community” or outside of health services. This could
include voluntary and community sector support, support groups, support from peers
and informal support from family and friends, support from an individual’s school or
employer, as well as support from professionals such as link workers or community
psychiatric nurses. The next table lists types of community support which people
mentioned in comments in response to the questions about communication.

Sub-theme

Professional support
Includes mentions of professional
support in the community, such
as social workers, CPNS, GPs and
also unspecified comments about
“professionals”

Number of mentions
Service users
Carers
and members
of the public
43
12

Professionals

4

‘The school nurses at the time were great in supporting my daughter at school
and were able to give me advice at the time to deal with the difficult situation
we were in. The CAMHS team were amazingly helpful once we were in the
system’ (Carer)
‘The Mental Health team based in Stowmarket are involved and are visiting
weekly. Our Mental Health Social Worker has been really helpful, offering us
advice about how to fill in forms and what financial help is available’ (Carer)
‘My care co has never met me and only spoken to me once on the phone in six
weeks. They have never discussed risk with me and I have no safety plan other
than I was told to call the duty worker if I was feeling suicidal. I had told them I
thought I may harm other people’ (Service user and member of the public)
Other support
Refers to mentions of the
voluntary and community sector
support

14

7

9

‘There are times when NSFT staff feel that they are professional and do not
recognize the important work of the voluntary sector.’ (Professional)
‘I have one support mechanism that is a charity ... Sign of the Times. It would
be nice for there to be other NHS options’ (Service user and member of the
public)
School or employer
Refers to mentions of support or
a desire for support at work or
school.

1

2
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25

‘Time. There seems increasingly less time to get to know pupils socially and
emotionally. Less time meeting and filling in papers = more time for children’
(Professional)
‘As a Sixth Form we receive little information that isn’t provided by the student
or parent so we cannot always help / support as we don’t know what the health
professionals are saying or doing’ (Professional)
20
Informal support
Refers to mentions of support
from friends and family

0

0

‘I only have support from my husband and little girl’ (Service user or member of
the public)
Phoneline
Refers to a desire to use
or mentions of telephone
support

3

6

2

‘I currently have a support worker from victim support and she checks in
with me every week. I can text her in the day if I need to talk but I don’t sleep
well because of nightmares and it would be nice to have more information for
maybe 24hr line where I could to talk to some if in the mind set or have had a
nightmare and wake up in a cold sweat from reliving my abuse’ (Service user or
member of the public)
Other sources of community support mentioned include: talking therapy (eight),
private support (five); support groups (four); drop ins (three) and training and courses
(two).
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In the context of the questions about communication, people often told us what
support they used, and commented on how well that service communicated with
them. The next table shows the sentiment analysis for the five most commonly
mentioned types of community support.
Suggestions for
improvement

10

Mixed
Previous experience
(suggestion and
experience)
Positive Neutral Negative
or mixed
9
18
13
7

11
6

2
2

4
2

8
0

4
1

0
4

1
1

5
3

13
2

1
1

Sub-theme
Professional
Support
Other support
School or
employer
Informal support
Phoneline

Theme: Interaction with others
The theme of “interaction with others” was used to capture the large number of
mentions of the way in which the respondent’s communication with others made them
feel, or how they would like their communication with others to make them feel. This
includes both their interactions with professionals and with the wider community.
These types of comments, particularly ones about wanting to feel listened to, were
common throughout the survey.
These themes were much more common in the service user’s comments about
communication than the carers or professionals.

Sub-theme

Listened to

Number of mentions
Service users
Carers
and members
of the public
62
5

Professionals

11

Listen and accept I do know what I’m on about’ (Carer)
‘In the past I have had some bad experiences with consultants etc. who were
not interested in involving me at all and therefore had a very false impression
of my husband’s state of mind. However, since we have had continuity of care
from a consultant working in the community and from Central IDT with regular
visits from the CPN, I do not feel that my situation is understood and that I have
the opportunity to express concerns at any time and that my concerns will be
listened to and acted upon’ (Carer)

Understood

56

3

3

‘Time. Respect. Understanding. Less bullying and hierarchy. Less arrogance’
(Professional)
‘Listen more, understand that I am an individual, not try a one size fits all
solution. Offer group sessions where appropriate, so that I can meet others
with similar problems. Engage with the people attending those sessions, so that
there is discussion among the group. They should also ensure that they do not
just talk to me or give me ideas, but give me an opportunity to put the ideas into
practice and get feedback’ (Service user or member of the public)
Other themes found which were categorised under interaction with others include:
to be communicated with honestly (11); reducing stigma (five), being treated with
dignity and respect (five) and being taken seriously (three).
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Theme: Access
The theme of “access” has been used to group together mentions of entry to and
the availability of mental health services. This includes mentions of being unable to
receive a service or requiring more support, waiting times for services, pathways into
services, the availability of services locally, referrals and ease of accessibility.
People commonly mentioned access as part of the questions about communication,
and often said that they were not receiving any support. A number also mentioned
waiting times in their comments.

Sub-theme

Lack of or more support
Includes mentions of not being
able to access services which they
require. Also includes non-specific
mentions of requiring ‘more
support’.

Number of mentions
Service users
Carers
and members
of the public
41
8

Professionals

5

‘They have communicated with me but so far we have just been passed from
one service to another with no actual help’ (Carer)
‘Again, they are not there when you need them, they only visit, now and again,
but you can ring, but 9 times out of 10 they are not available to talk to, probably
because they are seeing a lot of people, and night time, no one is there’ (Service
user or member of the public)
Wait times
Mentions of waiting for a service
(e.g. waiting times and lists) and
also the desire not to wait or for a
prompt service.

17

3

3

‘Have shorter waiting times or immediate access (Service user or member of
the public)
‘Acknowledge safe receipt of referral, keep you informed of where you are
on the waiting list. URGENT should mean exactly that, not several months or
further on’ (Service user or member of the public)
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Other themes within access found in the questions about communication include:
referrals (18), which includes suggestions for improvement and positive examples
from professionals about referrals, ease of access (10), and out of hours support
(five), local services (three), access to specialist services (one) and having a choice of
services (one).

Theme: Quality of services
“Quality of services” was used to describe the way in which people evaluate
the services they receive. Some sub-themes relate to direct mentions of the
treatment received, for example, mentions of the effectiveness oftreatment or an
over-reliance on medications. However, many of the sub-themes within quality
of services relate to wider factors, for example the responsiveness of services,
continuity, and whether care is person centred or tailored to an individual’s
needs.
In the context of the questions about communication, most mentions of themes
within quality of services referred to the responsiveness of services communication,
including answering the phone, giving prompt responses to communication and
having a named contact. People also mentioned time to care, or the amount of time
which people have with professionals at each appointment.

Sub-theme

Responsiveness
Refers to mentions of receiving
or wanting to receive prompt
communication or call backs from
services and mentions of a desire
for a named contact

Number of mentions
Service users
Carers
and members
of the public
41
8

Professionals

5

‘There was a complete breakdown in communication in my experience.
When my therapist was off long term I heard nothing from the service until I
complained’ (Service user or member of the public)
‘Phone when they say they will. See me more than once in about 6 months. Get
me the help I need quicker rather than passing me between different teams’
(Service user or member of the public)
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Time to care
Unspecified mentions of
wanting to be given more
time or to be given in more
time in appointments.

17

3

3

‘It would be great if doctors weren’t so pushed for time - if they had time to read
a patients’ notes before the appointment, rather than the patient always having
to repeat their issues every time!’ (Service user or member of the public)
More time would be helpful. Less bureaucracy. (Professional)
Person centred
Person centred care refers to
direct mentions of a desire
for treatment to be “person
centred” as well as treatment
being fitted to the individual.

3

1

13

‘Get to know him. Each child is different even with the same diagnosis. CAMHS
deal with him well as they know him and his ways. They also know the family’
(Carer)
‘Adaptability - adapting communication forms and being able to communicate
in as many different styles and formats as possible (eg not everyone has the
internet and can do email, not everyone has time for face to face)’ (Professional)
Other themes within quality of services found in the questions about
communication include: continuity of care (12), mentions of effectiveness of
treatment and services (11), consistency (4), and over reliance on medication (two).

Theme: Integrated Care
The theme of integrated care refers to mentions of ways in which mental health
services can work better together or with the community. The types of topics people
talked about within integrated care include having a single centralised system for
patient records which can be accessed between services, mental health services
working better together, working with the community and other agencies such as
police or social services and sharing information. The theme of integrated care was
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mostly found within the professional’s surveys.
Within the questions about communication, almost three quarters (78) of the 106
mentions of integrated mental health services were made by professionals.

Sub-theme

Mental health services working
together
Mentions of a need for improved
communication and working
between mental health services

Number of mentions
Service users
Carers
and members
of the public
14
2

Professionals

45

‘More joined up working and professionals having a better understanding of
each other’s roles, responsibilities and services’ (Professional)
‘A clear pathway, not being transferred between the wellbeing service based at
Northgate and the community team in Lowestoft. When advised that the crisis
team will be in touch that they do get in touch. urgent requests for medication
review responded to in a timely way. Access to telephone advise for the person
in crisis to help with strategies to manage’ (Carer)
Mental health services working
with communities
Mentions of a desire for services
and charities or voluntary and
community sector organisations
to work more closely together

1

0

15

‘For us in particular, perhaps more awareness raised of what we and other
charity/ voluntary organisations offer. I think some professionals take for
granted just how much the sector does to support people and underestimates
how much contact we have with vulnerable people’ (Professional)
‘Professionals in secondary mental health need to appreciate the role carried
out by non-medical workers, and the input they have had prior to them
reaching their service. There is too much silo working.’ (Professional)
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Centralised system
Mentions of a desire for
patient data to be stored on
a single, centralised system,
which all services could
access

0

0

11

‘One linked computer system across all services primary and secondary.
Having named people in different services. Need to be able to know other
teams’ (Professional)
‘A clear flow chart of who does what and where to go when help is needed. A
central database that allows all professionals to note their concerns and how
the individual can be effectively supported’ (Professional)
Multi- agency involvement
Mentions of mental health
services needing to work
more closely with other
public sector organisations
e.g schools, councils, social
workers

1

0

8

‘Health to liaise more with education. Some kind of body/tier within the service
to help manage this. Medical professionals are busy people, but we are on
the ground seeing many of these issues on a daily basis. We can help provide
early support through early identification, but we are not listened to. Health
professionals tend to only engage when crisis point is reached’ (Professional)
‘Talk to each other and the school’ (Service user or member of the public)
Sharing information
Mentions of sharing
information or wanting to
share information better
between services

0

0

9

‘Good letters cc to relevant parties. Phone calls to update and share’
(Professional)
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Heading 5: Crisis (Service user’s and members of the public
survey, carer’s survey and professionals and staff survey)
In the long format surveys, all three groups of respondents were asked what crisis
support was working well and what could be done better.
In the short format surveys, service users and members of the public and
professionals and staff were asked what a good response to a mental health or
emotional wellbeing crisis would look like.
The next table includes a list of all themes identified within service users and carers
comments about this section of the survey. Only the most significant themes (those
with ten comments or more) have been reported. Information about minor themes is
available on request. After the theme table, the sentiment analysis is reported for the
questions about crisis, as well as a more detailed look at the most common themes.
Theme

Access

Service users (3 Carers (2
questions, 621
questions,
comments)
253 comments)
199
109

Profession- Total (1036
als (3 ques- comments)
tions,162
comments)
45
353

Community support

150

22

5

177

NHS or NSFT response 110

33

12

169

Quality of care

101

28

9

138

Interaction with others 79

12

5

96

Continued support

45

18

5

68

Resources

17

6

27

50
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Early intervention and
prevention
Communication types
Integrated care
Information and signposting
Professionals
Communication

24

14

6

44

18
15
20
16
19

9
7
11
3
4

8
13
1
8
0

35
35
32
27
23

People’s experiences
The majority of comments which reported a previous experience around crisis were
either negative (204) or neutral or mixed (192) in sentiment. There were 462 previous
experiences reported in total.
Negative experiences:

‘Nothing the out of hours crisis team we speak to seem to be staffed by people
who don’t care and just want to try and blame the parents’ (Carer)
‘We have had a really bad experience with this. We once phoned a crisis
telephone line as my son was having a breakdown. The person on the other
end of the phone couldn’t wait to get us off the phone and offered no help at all.’
(Carer)
‘Not enough I feel as support up to this level takes too long to access so it is often
until an emergency admission that help is received’ (Professional)
Positive experiences:

‘I was given the crisis teams number and an appointment to see them within 3
days’ (Carer)
‘The team in the Gt Yarmouth CRISIS team are amazing’ (Carer)
‘I was able to go to my doctor and she took me seriously & listened. She then took
steps to help me in a gentle and supportive way.’ (Service user or member or the
public)
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Neutral or mixed experiences:

‘My son’s medication is currently stable and crises we hope are now in the past.
In his teens, looking back, what he needed was early intervention which was
completely lacking at the time. Later on poor psychiatric care regarding his
medication resulted in terrible destabilisation of his condition which required
him to be moved to the Maudsley Hospital in London for them to sort it out’
(Carer)
‘While my daughter was in the dragonfly unit I couldn’t fault it. The support was
brilliant for her and with me. They are a fantastic team who all work together
and supported us all. On entering the adult service that all stopped’ (Carer)
134 comments contained both a suggestion for improvement and a previous
experience. The majority of the previous experiences found in these comments were
negative (122). 3 were positive and 9 were mixed.
Examples of negative comments:

‘Less focus on just taking tablets, more focus on the wider support that was
envisaged when the service was set up. A dedicated service for under 18s. It is
appalling that those under 18 have no access to crisis support and A&E ends up
as the default. Better access to local adolescent beds’ (Professional)
‘More should be done to prevent crisis. Ensure the right support is in place
to maintain good mental health. Lots of long term sickness in NSFT results
in little or no support to patients. There is a lack of continuity in care, poor
communication between wards and community teams. Discharges are being
rushed due to pressure on beds resulting in readmission’ (Service User)
Examples of positive comments:

‘In school what works for children in this situation is that they have regular
access to one or two people with whom they can check in for reassurance and
talk to quickly when they feel they need to. They need someone who knows
them and they feel they can trust and who knows their individual needs and can
respond to them. A safe place works well and an opportunity to fulfil sensory
needs. What works really well in our school is that we communicate about each
of these individual needs so all staff are sensitive to the difficulties and then key
people who will take responsible for that individual are identified so that all staff
are clear who to signpost each individual to in a timely fashion which ensures
continuity for the individual’ (Carer)
Example of neutral or mixed previous experience:

‘Liaising better with other departments, particularly CMHT, regarding patient

handover and referrals. Liaising with the ward regarding medication is also
important and ensuring the patient is taking their medication. More consistency
with the people who work with certain service users - many state they feel like
it is a new person every day and if they are going through an episode of intense
paranoia or are at risk of an episode of psychosis, this can worsen the service
user’s ability to manage those thoughts. More personalised care - service users
have stated people tend to go in, ensure medication is dropped off or taken, ask
the required questions (many of which the service users just recite off in a list)
and leave’ (Professional)
‘As above - training GP’s to understand that people need some way pout when
they know they are becoming ill - especially of it has happened before. Also,
some way of accessing counselling that is not so demanding to get through
to even register. It should be that your GP can refer you as they know who is
ill. Years ago a community psychiatric nurse visited me at home and that was
very helpful but I don’t think there are any now’ (Service user or member of the
public)
360 comments shared an opinion on how crisis care could be improved. These
comments are all based on a respondent’s view or opinion. They may reflect some
past experience, but this cannot be directly inferred from the comment.

‘Quick access to support from a known and trusted person, emails responses to
within 24 hours, clear outline of options, referring on as a result of discussion’
(Carer)
‘Reduce drastically the length of time from referral to see a professional. To
properly fund the provision so professionals can work with a family before it
becomes a crisis. Properly fund the service and reduce the thresholds from just
crisis management’ (Carer)
‘Compassionate. 24/7 service. Speedy assessment with secondary care, police
etc. Allowing CRISIS team to do short term intervention. Family / friends to be
included. Home treatment should be a part of it’ (Professional)

Theme: Access to services
The most commonly mentioned theme in the comments about crisis care was access.
The majority of the mentions of access were about lack of access to services (147) and
waiting times (142). This indicates that people often cannot access a service during a
crisis, feel that they need more support or feel that they have to wait too long to access
help.
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Sub-theme

Lack of or more support
Includes mentions of not being
able to access services which they
require. Also includes non-specific
mentions of requiring ‘more
support’.

Number of mentions
Service users
Carers
and members
of the public
81
55

Professionals

11

‘There was little to no support. When my son was discharged after he was
sectioned first time he came home to live with me...we had NO support. 6
months later, by which time he was ill again and MISSING I had a phone call
from his JUST APPOINTED care coordinator who had no idea of any details of
my son’s illness or what had been going on...’ (Carer)
‘After first overdose my son waited 5 months to see a psychiatrist, no further
support apart from social services - very unhelpful. The most recent overdose
saw him have a stay in hospital for a few days where received a brief chat with
a crisis worker before being discharged and told to contact his GP if he feels
he needs anything!! He initially refused to see a GP... Until another interrupted
overdose where I, his mum, literally forced him to the surgery. No home visits
were available!’ (Carer)
Waiting times
Mentions of waiting for a service
(e.g. waiting times and lists) and
the desire not to wait or for a
prompt service.

81

41

20

‘Quicker response times. Quicker counselling sessions arranged. More than 8
sessions allowed as she needs a lot longer’ (Carer)
‘Need young people to have access to services quicker. In the past I was
meeting with mental health nurses who came into schools weekly to work
with young people. Since the reorganization of CAMHs this has not happened’
(Professional)
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‘Nearly everything could have been done better. There wasn’t any urgency in
my case and I was put on waiting list after waiting list. I ended up completely
lost and confused, more so than before I started the process of finding out why I
struggled so much with everything that others take for granted’ (Service user or
member of the public)
Ease
Non- specific mentions of
ease of access or difficulties
in accessing services

17

5

8

‘Speedy responses. Clarity of process. Practical help - if firstly only information.
Not assuming we know the process or what to do’ (Carer)
‘Less focus on just taking tablets, more focus on the wider support that was
envisaged when the service was set up. A dedicated service for under 18s. It is
appalling that those under 18 have no access to crisis support and A&E ends up
as the default. Better access to local adolescent beds’ (Professional)
Out of hours or 24/7
Mentions of a desire for
services which are always
accessible

15

10

4

‘Have somewhere to take them that understands what is happening (or come to
us). Someone who can actually help not asking questions from a form. Do not
threaten with the police as it makes the crisis worse or take them out of there
safe zone. You our less likely to ask for help if your child could get in trouble
for behaviour that is beyond their control at that time. A 24/7 call out service.
Whoever is dealing with him has access to his records so don’t have to ask/
answer loads of questions about his condition that just heightens the crisis’
(Carer)
Other themes found within access in the comments about crisis care include: the
need for local services (16), mentions of referrals (11), access to specialist services
(eight) and pathways (six).
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Theme: Community support
The community support theme was used to group together mentions of receiving or
desiring more support “in the community” or outside of health services. This could
include voluntary and community sector support, support groups, support from
peers and informal support from family and friends, support from an individual’s
school or employer, as well as support from professionals such as LINK workers or
community psychiatric nurses. The types of community support mentioned in the
questions about crisis care are shown in the next table.

“Professional support” should be interpreted differently in this section than in
others. Mentions of NHS or NSFT services and professionals, e.g GPs, community
nurses have been grouped together under the “NHS and NSFT response” theme.
Professional support in this theme refers to sources of professional support in
the community which are not part of statutory NHS services e.g social workers,
non-specific mentions of “counselling”.

Sub-theme

Talking therapies
Includes mentions of wanting
or receiving talking therapies,
including counselling, CBT,
psychologists as well as
unspecified “talking” or “talking
therapy”. These comments
often related to access to talking
therapies.

Number of mentions
Service users
Carers
and members
of the public
50
12

Professionals

0

‘We need more instant support, counselling, home visits would be useful to
those who feel anxious or embarrassed about their mental health problems’
(Carer)
‘I had 6 weeks of counselling sessions but always made aware it was just for 6
weeks. I was informed I was ‘high risk’ but due to my care commitments for my
husband, they did not think I would actually ‘do’ anything (they were right!)’
(Service user or member of the public)
Phoneline
Refers to a desire to use or
mentions of telephone support

26

8

1

‘24/7 Crisis Line/Compassionate approach to extreme distress/good planning
for those who experience frequent Crisis situations, so no more saying, have a
cup of tea, take a bath. No more saying Suicide is your choice’ (Professional)
‘A crisis phone call was arranged in 2013 and when I phoned, no-one was
available to help me so I was so desperate I got private help’ (Service user or
member of the public)
Other support
Refers to mentions of the
voluntary and community
sector support

21

1

2

‘Support groups such as Compassionate Friends, Winston’s Wish and Survivors
of Bereavement by Suicide (SOBs) were invaluable - they should be widely
advertised. I now also support Papyrus, which works to prevent young suicide.
Their services should also be widely advertised’ (Carer)
Support groups
14
Mentions of using or wanting
more support groups

6

0

‘After intensive support finishes a drop-in group that you can return to when
needed can make all the difference’ (Service user)
‘Access to phone / face to face support. Local groups’ (Carer)
Other themes found within community support in the comments about crisis care
include: professional support (19), informal support or support from family and
friends (18), support from schools and employers (11), private mental health support
(eight), drop-ins (eight), digital support (six) and support from police (six).

Theme: NHS or NSFT response
The theme of NHS or NSFT response was used to gather mentions of NHS and NSFT
services in the comments about crisis. This theme therefore incorporates several of
the services which have been categorised elsewhere as “professional support” in the
community and mentions of other NHS or NSFT services (e.g. A&E, general comments
about NSFT and the Crisis Resolution and Home Treatment team).
There were 194 mentions of NHS or NSFT services in the questions about crisis care.
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123 of these were from service users, 40 from carers and 13 from professionals. The
next chart details the numbers of comments attributed to various services most
commonly mentioned in the comments about crisis care and their sentiment.
Number of mentions
Suggestions
Mixed (both a Positive Neutral
Negative Total
for
suggestion for
or mixed
improvement improvement
and a previous
experience)
PICU or
hospital
support

0

1

8

22

6

37

‘In my experience the best support was hospital admission and the more
secure the situation the better. Initial resistance to being admitted was
replaced by relief when it actually happened. I feel my husband benefits from
being in a situation where for a time he does not have to make decisions so that
his mind can gradually become more restful. It also makes me feel safer and
this means the relationship between us can begin to improve again’ (Carer)
‘The section occurred out of county and was a horrific experience for all
concerned. The transfer to Ipswich was positive and the Woodlands was a
refuge for our friend in her ‘mania’. The lack of communication was inevitable
as the patient is given autonomy and allowed to exclude information to the
family. This excludes MH team from encountering the whole person and
understanding where she comes from thereby reducing chances of return to
wellness’ (Carer)
GP

4

2

5
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15

4

30

‘I was failed at the GP surgery, all of the support I needed was there but I wasn’t
at any point signposted to the relevant services. I started the process with
a house, family, partner and two children. 2 years into the process I’d lost
everything. It took me 5 years to get the answers I needed. My partner was
begging me to get help, the help never came and I deteriorated’ (Service user or
member of the public)
‘GP has been supportive and responsive. On one occasion we were offered a
weekend appointment’ (Service user or member of the public)
A&E

3

5

1

3

5

17

‘From paramedics, A&E, children’s ward everyone showed such great
compassion, empathy and understanding. CAMHS through the input of our
support practitioner I almost have my confident happy thriving daughter back
and we realise there will still be down times but we as parents feel better about
understanding her difficulties’ (Carer)
‘The crisis team responded in hospital (2hr wait in A&E) a home visit would
have been much better as taking her to hospital was very difficult. And
embarrassing for her. More frequent contact/ home visits / same person or
small team or a named key worker who the patient knows. Also, turning up
at home when they say they are going to and phoning when they say they are
going to’ (Carer)
NSFT

1

4

1
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3

8

17

‘My son had medication induced psychosis. Locally we had to go via our MP
to the head of the NSFT to get help. The whole thing was a nightmare and we
then had to care for him at home as no provision that could cope exists. Our
daughter had to move out of home which is one-of the main reasons she now
has MH issues herself’ (Carer)
‘NSFT need to respond. They did for 15 years but last 3 have been appalling. I
am hopeful the new team will restore good care, when a care coordinator / CPN
is appointed again’ (Service user or member of the public)
‘I reported I felt I was going in to crisis, but I was told to just try and distract
myself and wait for it to pass. I requested visits from the IDT, but they were
unable to fit me in. I made contact and told them I was feeling incredibly unwell
but was not taken seriously. I have not reported that I felt I was entering a crisis
before, the only previous time I did was in 2014 when I made a suicide attempt.
I recognised I was feeling the same way. The Home Treatment Team refused to
visit me at home as they felt that there was nothing I would benefit from their
visits. Despite me spending over a week asking for support and help, nothing
was available, resulting in me planning another suicide attempt and being
admitted as an inpatient. I feel this could have been avoided had the Home
Treatment Team taken me on for a few days of support. I spent three weeks
in an acute bed, when I feel I could have been supported in the community
instead. Due to this lack of support, I ended up acutely unwell and had to take
up an inpatient bed’ (Service user or member of the public)
Crisis team

0

3

5

2

5

15

The team in the Gt Yarmouth CRISIS team are amazing’ (Carer)
‘The crisis team I met didn’t seem that interested they sent me off with a leaflet
saying the team would be in contact, I eventually got a phone call 2 weeks later’
(Service user or member of the public
Home
Treatment
Team

0

2

5
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1

1

9

‘There is no support the crisis home treatment team are vile treated me and
my family poorly and left me never wanting to reach out again they all need
replacing with naturally understanding passionate and compassionate people’
(Service user or member of the public)
‘Home treatment team have worked well for me in the past. Available, patient,
informative, sympathetic’ (Service user or member of the public)
Emotional
2
Wellbeing Hub

3

1

1

0

7

‘An acknowledgment that the referral has been received by the hub. I should
not have to ring to check. Upon phoning I should not have to hear that mental
health services in Suffolk are the worst in the country and I will have to wait
months for any help’ (Carer)
‘In the future should a crisis occur I now know I can contact the hub.’ (Carer)
Wellbeing
Service

0

2

1

2

1

7

‘When my eldest was referred to wellbeing. Within 24 he’s we had an appt for a
home visit. Very impressed’ (Carer)
‘Feeling suicidal and having to wait 2 months for a phone call appointment
with wellbeing service’ (Carer)
Community
Psychiatric
Nurse

1

0

1

4

0

6

‘I had an experienced CPN who supported me throughout the majority of
my illness. That continuity was important. The access to Bodymatters at the
time was invaluable to me, and many others, with its range of activities and
therapies. Of course, as we know the Trust ignored the views of service users
on a whole range of day services that were then available and contrary to SU
views closed the services, and to my knowledge did not seek to investigate
the impact on the wellbeing of us as a result of their decision’ (Service User or
member of the public)
Psychiatric
Liaison

0

3

2

1

0

6

‘Psychiatric liaison team at West Suffolk Hospital are helpful but their service
has restricted hours - particularly for under 18s. They also do not see under 13s’
(Carer)
‘The Crisis Response Team is very new team, so I am hopeful this will assist.
West Suffolk Psychiatric Liaison had a significant cut and reduced hours of
operating as a result. This service should be extended back as there must be
many occasions of high demand when they are not available. - There have
been occasions where a Mental Health Act assessment referral has been made
and had to be re-done daily rather than one referral bringing about a response,
(this is some time ago). A ward in the community could be considered as
there are times when someone would benefit from this level of support, i.e.
not needing an acute ward but not quite well enough for supported or general
needs housing’ (Professional)
Psychiatrist

0

1

1

4

0

6

‘Occasionally a particular psychiatrist has made a positive change or addition
to my son`s medication that has been beneficial. But this only has only
occurred when we as parents have pressed hard for action to be taken. My son
has particularly benefited from his attendance at ActivGardens. Over a period
of time the staff there have done an excellent job in developing his interest
in gardening and have provided him with a small allotment of his own. This
has given him a challenge which has had a positive impact on his energy and
enthusiasm.’ (Carer)
‘Psychologist support at Mariner house is working well at the moment.’ (Carers)
CAMHS

0

0

3
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0

2

5

‘Support from CAMHS. Excellent counselling and access to fresh start new
beginnings but little help until recently for extreme anxiety and potential
depression’ (Carer)
‘My suicidal teenage son was twice this year referred by our GP to the crisis
team of CAMHS. The first referral was ignored. The second resulted in a phone
call where I was advised to pay for private help for him, so that is what we were
forced to do. CAMHS finally assessed him 6 months after referral & advised
we continue with private care. There is no working CAMHS service in West
Suffolk’ (Carer)
Other sources of NHS or NSFT support mentioned include: Mental health nurses
(four), care co-ordinator (two) and 999 (one).

Theme: Quality of Services
“Quality of services” was used to describe the way in which people evaluate the
services they receive. Some sub-themes relate to direct mentions of the treatment
received, for example, mentions of the effectiveness treatment or an over-reliance
on medications. However, many of the sub-themes within quality of services relate
to wider factors, for example the responsiveness of services, continuity, and whether
care is person centred or tailored to an individual’s needs.
The majority of the mentions of the quality of services within the questions
about support in a crisis were about the effectiveness of treatment (55) and the
responsiveness of services (36).

Sub-theme

Effectiveness
Mentions of how useful the
treatment or help received in a
crisis is perceived to be.

Number of mentions
Service users
Carers
and members
of the public
33
2
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Professionals

2

‘In the crises the mental health services just got it wrong! If my mother had
been greeted with a session of Open Dialogue she would have been released
back not my care as her carer. My mother had suffered trauma as a child in
boarding school. To be sectioned was just adding to that trauma. In Open
Dialogue the question would have been ‘what happened to you’, what are your
needs, what support can the family provide?’ (Carer)
‘Nearly everything could have been done better. There wasn’t any urgency in
my case and I was put on waiting list after waiting list. I ended up completely
lost and confused, more so than before I started the process of finding out why I
struggled so much with everything that others take for granted’ (Service user or
member of the public)
33
Responsiveness
Refers to mentions of
receiving or wanting
to receive prompt
communication or call backs
from services and mentions
of a desire for a named
contact

3

0

‘After first overdose my son waited 5 months to see a psychiatrist, no further
support apart from social services - very unhelpful. The most recent overdose
saw him have a stay in hospital for a few days where received a brief chat with
a crisis worker before being discharged and told to contact his GP if he feels
he needs anything!! He initially refused to see a GP... Until another interrupted
overdose where I, his mum, literally forced him to the surgery. No home visits
were available!’ (Carer)
‘A crisis phone call was arranged in 2013 and when I phoned, no-one was
available to help me so I was so desperate I got private help’ (Service user or
member of the public)
Continuity
Mentions of seeing or
wanting to see the same
mental health professionals
regularly

6

2
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2

‘Continuity of care to build trust with open lines of communication that works
both ways’ (Service user or member of the public)
Other themes related to the quality of services mentioned in the questions about
crisis care include: the need for person centred care (nine); having time to care
(nine); comments about an over-reliance on medication (eight) and mentions of
consistency (seven), holistic care (three) and care planning (three).

Theme: Interaction with others
The theme of ‘interaction with others’ was used to capture the large number of
mentions of the way in which the respondent’s communication with others made
them feel, or how they would like their communication with others to make them
feel. This includes both their interactions with professionals and with the wider
community. These types of comments, particularly ones about wanting to feel
listened to, were common throughout the survey.
Respondents to the questions about crisis care commonly mentioned the need to be
listened to (37) and understood (30).

Sub-theme

Listened to

Number of mentions
Service users
Carers
and members
of the public
31
5

Professionals

1

‘Listen to what he means not what he’s saying, be patient’ (Carer)
‘Listen to patient and carers when they say they are in crisis and provide access
to psychiatrist and treatment appropriately within same day’ (Service User or
member of the public)
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Understood

20

6

4

‘From paramedics, A&E, children’s ward everyone showed such great
compassion, empathy and understanding. CAMHS through the input of our
support practitioner I almost have my confident happy thriving daughter back
and we realise there will still be down times but we as parents feel better about
understanding her difficulties’ (Carer)
‘More understanding of each individual crisis and diagnosis’ (Service User or
member of the public)
Other themes mentioned about how people are interacted with during a crisis
include the need for space and calmness (13) and mentions of stigma (11). They also
mentioned being taken seriously (five), being treated with empathy (five), being
treated with dignity and respect (four) and being communicated with honestly (two).

Heading 6: Discharge (Service user’s and members of the
public survey, carer’s survey and professionals and staff
surveys)
Service users and members of the public and carers were asked questions about
discharge including what had worked well and what could be improved and what a
good discharge process would look like. Professionals were asked for an example of
a good discharge process and to describe what a good discharge process would look
like.
The next table includes a list of all themes identified within service users and carers
comments in response to this section of the survey. Only the most significant themes
(those with ten comments or more) have been reported. Information about minor
themes is available on request. After the theme table, the sentiment analysis is
reported for these questions, as well as a more detailed look at the most common
themes.
Theme

Service users (3 Carers (2
questions, 411
questions,
comments)
127
comments)
Continued support 97
31

Professionals (2 Total (682
questions, 144
comments)
comments)
29

157

Community support
Access
Discharge Support
(professionals)
Information and signposting
Integrated care
Carer informed and involved
Resources
Interaction with others

117
93
0

17
17
0

8
6
41

142
116
41

19
8
6
15
14

7
3
9
3
1

5
15
5
1
0

31
26
20
19
15

People’s experiences
Of the people who commented with a previous experience of discharge from services,
the majority were negative (154). 50 were neutral or mixed, and 57 shared a positive
previous experience.
Positive experiences:

‘We were discharged from the Croft which was a very gradual process - this
worked well as my son transitioned to his school. We are still with CAMHs and
attend progress assessments’ (Carer)
‘I have started working with secondary mental health to do pre-benefit
appointments where I discuss the extra support we can offer before they come
in. Makes the process of coming in easier and more comfortable’ (Professional)
Neutral or mixed experiences:

‘I am being discharged at present but haven’t been told what will be in place’
(Service user or member of the public)
Negative experiences:

‘Barriers are up, you have to jump through hoops and crisis line is terrible’
(Professional)
‘Some people are discharged too early to get rid of waiting lists’ (Professional)
‘Upon being discharged after 2 sessions no additional support was given as “I was
doing all the right things” and “he couldn’t be depressed as he wasn’t low all the
time”. He is getting worse’ (Carer)
‘We were initially discharged without being offered any support at all. They
said my son had severe anxiety and selective mutism and due to the selective

-110-

mutism they decided he couldn’t engage in CBT so discharged us. I had to
lodge a formal complaint, point out their disability discrimination and ask for
reasonable adjustments before any support was offered. It’s appalling.’ (Carer)
‘I received counselling. It did not help… She asked at the end if she’d helped. I said
no... No one independent asked me how I was at the end or if I had been helped
or if the service was good. This needs to be improved. I just got left to it and did
not get help! I tried to access a link worker but couldn’t so I gave up trying to find
help. I was abandoned, and no one cared.’ (Service user or member of the public)
‘I was discharged against my family’s, my school’s, and my wishes by CAMHS.
This was due to poor communication from my Mental Health Nurse, with
whom we had many issues. I did not receive any support 6 months prior to my
discharge, and have not received any contact or support since (Service user or
member of the public)
258 people shared an opinion on how to improve the discharge process. Examples
include:

‘A section on the discharge paperwork that indicates if support services (for
example supported housing provider) has been notified of the discharge perhaps this could be a condition of discharge?’ (Professional)
Revise the word ‘discharge’. ‘Moving on’ or other phrase might feel more caring
and gentle. many service users find the term ‘discharge’ very final and it has
dismissive connotations. Have a focus group of service users to discuss what
language would make a positive difference in their care as a whole’ (Service user
or member of the public)
‘Planned at least 1 week in advance. All members of MDT, HTT, service user
and carers made aware of proposed discharge date in advance. Discharge
coordinated by discharge nurse or similar. All MDT members, patient and carers
given opportunity to give opinion of patient’s readiness for discharge before final
decision is made’ (Service user or member of the public)
58 comments were “mixed” or contained both a suggestion for improvement and a
previous experience. Of these, 47 contained a negative experience, 9 were neutral or
contained a mix of positive and negative previous experience and 2 were positive.
Examples include:
‘There should be a care plan that has been discussed and agreed by the client,
that’s will only happen if they see a registered clinician, which appears to be
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quite a rare thing nowadays’ (Service user or member of the public)
‘Mental health seems to be or life not just for Christmas so please try to do slow
discharge. My daughter was discharged from poppy word with no support at all
and we weren’t even told’ (Carer)
‘An easy transition back into the system if things go wrong. sometimes families
just feel ‘dropped’ when professionals close cases and they are still struggling’
(Professional)

Theme: Continued support
Continued support includes mentions of the length of time for which mental health
service users receive support. This can refer to the support after a crisis or discharge
from mental health services, ongoing reviews and check-ups for people with mental
health or wellbeing difficulties and how many appointments people receive when
they access mental health services.
Wanting to or feeling that service users need to receive continued support, was the
most common theme mentioned in the questions about discharge.

Sub-theme

Follow- up and review
Mentions of wanting reviews, for
example medication reviews,
direct mentions of “follow up” or
“review” and mentions of wanting
or receiving ongoing support.

Number of mentions
Service users
Carers
and members
of the public
49
13

Professionals

14

‘With follow up appointments to see how they are still doing and perhaps being
phased into being discharged to ease them into it.’ (Professional)
‘Regular check-ups with a doctor and counselling sessions.’ (Service user or
member of the public)
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Crisis and discharge
49
Mentions of wanting to
or being able to access
continued support after a
crisis and access back into
services or support following
discharge from inpatient
services

14

14

Reducing support slowly - not just it being totally cut off’ (Carer)
‘Funding and proper discharge planning with ongoing intermediate support
and a way back into the system as required’ (Carer)
6
Longevity of support
Mentions of wanting support
to carry on for longer or
wanting more appointments.

9

2

‘Not rushed just because a service user has completed a set number of sessions. If
progress has not been made a need still exists’ (Professional)

Theme: Community support
The community support theme was used to group together mentions of receiving or
desiring more support “in the community” or outside of health services. This could
include voluntary and community sector support, support groups, support from
peers and informal support from family and friends, support from an individual’s
school or employer, as well as support from professionals such as link workers or
community psychiatric nurses.
Respondents to the questions about discharge most commonly mentioned
professional support or talking therapy in the community.

Sub-theme

Professional support
Includes mentions of professional
support in the community, such
as social workers, CPNS, GPs and
also unspecified comments about
“professionals”

Number of mentions
Service users
Carers
and members
of the public
43
7

Professionals

3

‘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)
‘I think supplying a mentor would help. Someone they can turn to within 24
hours and not waiting for weeks and months to get support’ (Carer)
‘It would mean once you left the hospital you were not alone. You had an
established support system of friends and professionals upon leaving to help
you on the bad days and celebrate with you the good days’ (Professional)
Talking therapy
Includes mentions of wanting
or receiving talking therapies,
including counselling, CBT,
psychologists as well as
unspecified “talking” or “talking
therapy”. These comments
often related to access to talking
therapies.

36

3

0

One on one CBT worked really well for me, I received this many years ago and
it gave me the tools to keep myself well for several years before I had another
period of depression’ (Service user or member of the public)
‘Meeting to talk one on one’ (Carer)
Other support
Refers to mentions of the
voluntary and community sector
support

19

6

4

‘I got involved with MIND charity and did a 2 day ‘understanding anxiety’
course which led on to 4 free counselling sessions which were really really
useful and I learned a lot. My own enquiries led me to OCD Action charity
online which in turn led me to a local support group in our town - I have been
going for over 2 years and it was my absolute lifeline.... people with the same
issues as me who genuinely understood my situation. I am now involved with
the committee for the group’ (Service user or member of the public)
‘Ongoing support is vital. It’s hard to fit square pegs into round holes we’ve
found. By that I mean an art group or gardening group doesn’t suit all
personalities. We’ve struggled with finding an “activity” that would suit when
MH crisis struck at 17/18, just before College and University for computer related
studies’ (Carer)
‘A service user was signposted to Open Space after discharge, which has meant
they have weekly access to expert help and resources. They have also formed
peer groups and grown in confidence, now attending other social activities in
the community’ (Professional)
Support groups
12
Mentions of using or wanting
more support groups

2

0

‘I have in the last couple of years attended an 8-week Mindfulness Based Stress
Reduction course run by a psychologist. We were taught to meditate, and I
now attend a monthly drop-in mindfulness mediation group. This is organised
privately’ (Service user or member of the public)
‘Compulsory group therapy was detrimental, I was the youngest person in my
group by 20 years and it made me very pessimistic for the future. It was not
suitable for my age group at the time’ (Service user or member of the public)
‘He previously used Mind in Bedford who offered brilliant group sessions
during the evening, so he could access this whilst working’ (Carer)
Other sources of community support mentioned in the questions about discharge
include: phoneline support (nine), private mental health support (six), support from
schools and employers (four) and digital support (four), informal support or support
from family and friends (three), home visits (three) and drop-ins (one).
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Theme: Access
The theme of “access” has been used to group together mentions of entry to and
the availability of mental health services. This includes mentions of being unable to
receive a service or requiring more support, waiting times for services, pathways into
services, the availability of services locally, referrals and ease of accessibility.
The majority of the mentions of access within the questions about discharge were
about a lack of support. This includes both mentions of not receiving any services
after discharge and not receiving a service at all. Mentions of waiting times were also
common.

Sub-theme

Lack of access
Includes mentions of not being
able to access services which they
require. Also includes non-specific
mentions of requiring ‘more
support’.

Number of mentions
Service users
Carers
and members
of the public
43
7

Professionals

3

‘…I was not assigned a care co-ordinator despite being told previously I would
be assigned one, (allegedly due to my appearing to cope too well following my
discharge from hospital after my suicide attempt). I am struggling daily and
don’t feel able to access further help or support’ (Service user or member of the
public)
‘Discharged from well-being as too ill for them to offer me any treatment. No
support. No follow up’ since’ (Service user or member of the public)
‘If somebody says “I do not want to attend a group” don’t suggest there is
nothing more you can offer!’ (Carer)
‘I wish that we could stay on the books of services as you do a GP even if you
remain dormant - I live in fear of being discharged and then having to fight for
re-admission if things go wrong’ (Carer)
‘The child would actually have some follow up care- not one initial assessment
and be dismissed’ (Professional)
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Waiting times
Mentions of waiting for a
service (e.g. waiting times
and lists) and also the desire
not to wait or for a prompt
service.

36

3

0

‘The system needs major input into getting help, quickly and timely and not just
left adrift after the standard 8-12 weeks are over. Follow up appts are needed’
(Service user or member of the public)
‘Somewhere I can go immediately… 24/7 contact number where someone
answers, if message is left responded to within an hour. We have nothing
effective out of hours except A&E or police to fall back on’ (Service user or
member of the public)

Theme: Discharge support (Professionals)
Professionals made several suggestions for improving discharge support and what a
positive discharge process would look like. These are shown in the next chart.
Sub-theme

Number of
mentions

Post- discharge plan
Mentions of using or suggestions for developing a post- discharge
plan with patients. Professionals often mentioned the need for postdischarge plans to include what to do in a crisis.

21

‘An ongoing plan for their continued recovery in the community has been
made - they have not just been set adrift with no support’ (Professional)

‘A clear plan about timings of contacts with care coordinator post discharge.
Adequate notice of need to prescribe drugs etc - patients can turn up at
pharmacy asking for their meds, when we have no idea they have been
discharged’ (Professional)
‘All parties involved being aware of what to do in the event of a crisis’
(Professional)
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Co- produce discharge with patient
Mentions of co-producing or a suggestion for co-producing
discharge with patients. Professionals often mentioned service
users being involved or agreeing a plan or steps to take.

13

‘An agreed discharge plan and relapse plan formed with the service user and
everyone else’ (Professional)
‘Structured plan for discharge. The service user would be involved in
the creation of the plan, know the timescale and not surprised by the
withdrawal. Follow up, with the ability for the service user to get in contact
and gain support at any time if needed. Referral to other services if needed’
(Professional)

Plan discharge from the start
Mentions of planning or building up to discharge from the start of
care or a suggestion for planning.

6

‘Where discharge has been mentioned at every stage of the way, that
recovery has been mentioned at every stage of the way with reassurance and
confidence building, with discussions with all relevant professionals involved
in the care’ (Professional)

Heading 7: Self-care (Service user’s and members of the
public survey, carer’s survey and professionals and staff
survey)
All three groups of respondents were asked what good self-care for mental health and
emotional wellbeing meant to them. Service users and members of the public and
carers were asked what support or information they would like to receive in order to
self-care for their mental health and emotional wellbeing better. Professionals were
asked what they could do to support people to self-care better.
The next table includes a list of all themes identified within service users and carers
comments to this section of the survey. Only the most significant themes (those with
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ten comments or more) have been reported. Information about minor themes is
available on request. After the theme table, the sentiment analysis is reported for the
questions about self-care, as well as a more detailed look at the most common themes.

Theme

Service users
and members
of the public
(650 comments,
2 questions)
258

Carers (111 Professionals
Total (895
comments, (134 comments, comments)
1 question) 2 questions)

51

42

351

Community support

171

22

13

206

Access

46

19

6

71

Quality of care

33

9

0

42

Continued support 37

3

1

41

Difficulties with
self-care

7

28

0

35

Support for staff

0

0

22

22

Quality of services 15

0

5

20

Early intervention
and prevention

16

0

1

17

Interaction with
others

8

1

6

15

Types of self-care

-119-

Information and signposting
Resources

10
3

1
0

0
5

11
8

People’s experiences
The majority of the comments to the questions around self-care were opinions or
suggestions for improvement (663).
Examples of suggestions:

‘How to change her way of thinking. Tools to deal with anxiety when it happens.’
(Carer)
‘There should be ongoing talking therapy available (not CBT) from trained
mental health workers / psychologists. Ongoing weekly/biweekly check ins
would make the world of difference.’ (Carer)
‘I think it is very important to of course tackle ongoing mental health issues
however it is equally important to promote healthy wellbeing to hopefully
enable people to look after themselves and access required help if needed
earlier.’ (Professional)
‘As part of our initial assessment it may be useful to have a zip card that young
people can carry on them with hints and tips for basic self-care for their mental
health and emotional wellbeing needs.’ (Professional)
Of the people who reported a previous experience in their comments about selfcare (166), the majority were neutral or mixed (96) or contained both a positive and
negative previous experience. 64 were negative and 6 were positive.
Examples of neutral or mixed:

‘I feel I could recognise the signs of another psychotic episode developing. I am
sure there is much information on the internet and from the GP I could access if
needed. I also supposed to have a mental health crisis plan with contact details
in case of an emergency. Therapy is helping me to develop strategies, develop
new ways of thinking in order to help me self-care.’ (Service user or member of
the public)
I think I was given a chance to do quite a lot of groups which was helpful, but
I never got 1:1 - I ended up going separately and having to pay. (Service user of
member of the public).
Example of negative:

‘This is not relevant to someone who has actual mental health needs. It is when
the self-care breaks down that help is needed!’ (Carer)
‘Nothing as patients can’t access services in a timely way in order that they can
get past the acute phase of illness so that they are in the right place to cope with
self-care!’ (Service user or member of the public)
Example of positive:

‘Nothing I’m comfortable my GP will advise me’ (Service user or member of the
public)
‘None, I am satisfied with things as they are’ (Service user or member of the
public)
74 comments were mixed or contained both an opinion or suggestion for
improvement and a previous experience. Of these, 53 contained a negative
experience, 14 were neutral or contained both a positive and a negative
experience, and 7 contained just a positive experience.
‘PROMPT access to online and face support. She self-referred (as advised)) for
online CBT through Suffolk Wellbeing but has had to wait over a month for this
to be assessed. She did not even obtain an online or email confirmation that her
referral had reached them.’ (Carer)
‘Being able to leave my work at work, coming into work able to take on new
challenges, not being burnt out and feeling consistently both under-valued and
over-worked.’ (Professional)
‘Something almost impossible to achieve for anyone already suffering mental
health or emotional wellbeing issues. Most are not in the right place to ‘selfcare’. GPs and other health professionals should be on the lookout for patients
approaching such issues and should offer guided self-care before the issues
become major.’ (Service user and member of the public)

Theme: Types of self-care
There were several common themes in the types of self- care people mentioned
in their comments. These have been grouped together within the wider theme of
“types of self-care”. Common themes include: 1) management and resilience, including
mentions of managing symptoms and conditions or anxiety and feelings of being
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able to cope or resilience; 2) Self-awareness and mindfulness, including being aware
of signs of deteriorating mental health and taking measures to avoid this and direct
mentions of “mindfulness” (although people’s definitions of mindfulness appeared to
vary) and; 3) mentions of physical wellbeing, such as sleep, diet and exercise.

Sub-theme

Management and resilience
Includes mentions of managing
mental health or improving
symptoms, taking time to look
after yourself, work life balance
and managing stress.

Number of mentions
Service users
Carers
and members
of the public
90
33

Professionals

35

‘Understanding his emotions better. Expressing his emotions better. Less anger
issues. Techniques to help address anxiety’ (Carer)
‘Having confidence back and taking physical and emotional care of myself.
Having the tools in place to recognise signs, and coping strategies.’ (Service
users and members of the public)
‘Ensuring I don’t go home worried about what has happened at work.
Undertaking activities outside of work. Positive use of leisure time.’
(Professional)
Self-awareness and mindfulness
Includes mentions of
“mindfulness”, or of needing to
be aware of mental health selfmanage when needed.
People often mentioned
“mindfulness” without explaining
exactly what mindfulness meant
for them, although mindfulness
often appeared in comments
about relaxation, meditation and
self-awareness.

113

14
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12

‘Being aware of themselves and their needs. Access to exercise positive groups
at different times.’ (Carer)

‘Most important is being conscious of mental health, identifying causes of
stress and needs that are not being met. A work-life balance is essential.’
(Professional)
‘Good self-care means being able to recognise triggers of episodes of
depression. Being able to access support on any level when needed.’ (Service
users and members of the public)
‘Having knowledge of how to use strategies myself so that eventually I don’t
need to access external support. Mindfulness / healthy living / exercise / talking
therapy / anxiety management strategies / apps / etc. All this can be taught to
young people from a very early age.’ (Service users and members of the public)
Working on things that allow you to take time out from the stressors of daily life.
Mindfulness and meditation are excellent methods of looking after your mental
health. Having support from friends and family is a major way of helping someone
keep good mental health. Those that are isolated or have no friends or family nearby
should be offered additional support from a support worker, to help them feel less
isolated and on their own. (Service user or member of the public)
Physical wellbeing (sleep,
diet and exercise)

79

11

1

‘Self-care is extremely important, this can be anything for you, whether it’s
allowing yourself time out for a bath, to read a book, perform a task or hobby,
making sure you are taking your medication regularly and at the right times, a
good diet and exercise.’ (Service user or member of the public)
‘Eating well, exercise and access to therapy means a lot, but the therapy isn’t
there and when you have depression accessing exercise and a good diet isn’t
easy’ (Service user or member of the public)
Other themes mentioned include: music, hobbies and distraction (38); receiving or
taking medication (17); independence (14), and meditation (eight).
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Theme: Community support
The community support theme was used to group together mentions of receiving or
desiring more support “in the community” or outside of health services. This could
include voluntary and community sector support, support groups, support from
peers and informal support from family and friends, support from an individual’s
school or employer, as well as support from professionals such as LINK workers or
community psychiatric nurses.
Within the context of the questions about self-care, community support contains
mentions of receiving or wanting to receive support from any of these sources in order
to self-care better or to feel improved mental health and emotional wellbeing. These
were largely mentioned in the service users survey.
Number of mentions
Sub-theme

Talking therapy
Includes mentions of wanting
or receiving talking therapies,
including counselling, CBT,
psychologists as well as
unspecified “talking” or “someone
to talk to”.

Service users
and members
of the public
48

Carers

Professionals

7

2

‘Permission to rest, take time out, talk about what they find difficult at the time
rather than wait until your mental health is so poor you can’t face another day
at work.’ (Professional)
‘Timely, non-judgmental support where people listen to you and guide you
through a difficult time. I paid for counselling and it helped so much - so with
the nurse practitioner and the counsellor I gradually improved. I also have
been using a Buddhist approach with mindfulness and meditation which helps
a lot too’ (Service user or member of the public)

Informal support
Refers to mentions of support
from friends and family

49

0

5

‘Not working late, not struggling to get all my work done in the time available to
me, time to reflect on practice and use informal support from the team I work
in. Being able to take regular holidays.’ (Professionals)
‘Regular exercise, good nutrition, good sleep. Not bringing work home with
me. Keeping in touch with friends and family. Balancing doing the jobs/chores
at home and having fun, relaxing and doing stuff I enjoy.’ (Service users and
members of the public)
Professional support
36
Includes mentions of
professional support in the
community, such as social
workers, CPNS, GPs and also
unspecified comments about
“professionals”

11

1

‘He’s 13, he’s trying his best. He gets on with life as much as possible, but we
know we need that professional help.’ (Carer)
‘A mental health nurse to talk to when I’m unwell.’ (Service user or member of
the public)
‘Having a routine to work towards/ a checklist of what needs to happen to
support you. Regular check ins with a trusted adult/ support worker.’ (Service
user or member of the public)
Support groups
35
Mentions of using or wanting
more support groups

3

1

Information on relevant mobile apps, or groups where people meet up and
support each other.’ (Service user or member of the public)
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Digital
Includes mentions of online
support, websites, apps and
social media

20

2

0

‘Maybe someone that they can communicate with if her thoughts are over
heightened/anxious/self-harm/suicidal maybe something simple such as
FaceTime for a face to face chat with a support worker who can signpost to the
right support at the right time’ (Carers)
Other themes found include: training or classes (six), face to face support (four),
private mental health care (three).

Theme: Access
The theme of “access” has been used to group together mentions of entry to and
the availability of mental health services. This includes mentions of being unable to
receive a service or requiring more support, waiting times for services, pathways into
services, the availability of services locally, referrals and ease of accessibility.
A number of respondents from all three groups mentioned not being able to access
services or needing improved access to services in their comments about self-care.
Number of mentions
Sub-theme

Lack of or more support
Includes mentions of not being
able to access services which they
require. Also includes non-specific
mentions of requiring ‘more
support’.

Service users
and members
of the public
16
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Carers

Professionals

13

0

‘Would happily accept any support’ (Carers)
‘Good self-care means being able to recognize triggers of episodes of
depression. Being able to access support on any level when needed.’ (Service
user or member of the public)
Ease
Mentions of ease of access
or difficulties in accessing
services

11

1

4

‘Easy access to what’s going on locally that I could get involved with. I prefer
groups/activities which are specifically geared up for people going through MH
challenges.’ (Service user or member of the public)
‘To know where the service for young people is for a start and how to access it.
No good making a service which cannot be accessed quickly when needed.’
(Carer)
Local
Mentions regarding the
desire for local services and
support in rural areas.

10

0

0

‘Someone in a surgery that you can go to talk to if needed who could then
signpost. The wait for someone would have to be short and after work
availability’ (Service user and member of the public)
Wait times
Mentions of waiting for a
service (e.g. waiting times
and lists) and also the desire
not to wait or for a prompt
service.

8

2

0

‘To be sign-posted far quicker and far more urgently. Just like someone with a
broken arm, imagine them sat on a waiting list for 3 years. Somehow mental
health is treated as second rate’ (Service user or member of the public).
Other themes mentioned within access include: access to support in a crisis (two),
pathways (two), access to specialist services (one) and referrals (one).

Other themes within self- care: Difficulties with self-care.
A number of carers (28) and a minority of service users (7) mentioned difficulties with
self- care. People often mentioned that they or the person who they cared for could
not or did not care for themselves or found caring for themselves hard. This was often
related to the person’s mental health or an illness.
Examples of comments which expressed difficulties with self-care:
‘Self-care is inappropriate for those with incurable neurological conditions. Also
inappropriate if the person cared for is not diagnosed and has no insight.’ (Carer)
‘I don't see our loved one relating to or understanding this question. You'd need
to have a conversation to get to understand the needs and identify outcomes...
That probably applies to anyone who has an ongoing MH condition. We
encourage medication compliance, hygiene, healthy eating to a degree, and
make sure there is some level of social interaction but we're parents and carers.
We see no support service available.’ (Carer)
‘I don’t know how to self-care at all’ (Service user or member of the public)

Heading 8: Information (Service user’s and members of the
public survey and carer’s survey)
The service users and members of the public surveys and the carers surveys asked
questions about the information people received about metal health and emotional
wellbeing including what information about mental health and emotional wellbeing
the respondent found useful and what they would like to know more about.
The shortened survey for carers asked one question about what information
regarding mental health and emotional wellbeing carers found useful and what they
would like to know more about.
The majority of people who responded to these questions mentioned a topic that they
would like information about (451). After these, the most common theme was a lack of
information or lack of useful information about mental health services in Suffolk (62).
(58) stated a preferred source of information. More detailed information about these
themes is available below
People’s experiences
Most of the comments in response to the questions about information made a
suggestion for improvement (400).
Examples of suggestions:
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‘Access to psychological therapy. Information on how to cope with specific
conditions’ (Carer)
‘How to be a good carer. Any advice on caring would be good as there is very little
available for a carer. Better information on medication would help. Advice on
private therapies etc’ (Carer)
‘How mental health services are going to develop to support the growing need
in our society. I know Suffolk has plans but I look forward to seeing the impact.
Plus, I really think a mental health ‘curriculum’ is absolutely essential in schools
and the government need to look at their priorities for young people. Academic
achievement will come when young people are emotionally and socially happy.
All of my work in schools is around emotional and social and mental health,
it would be nice if the government start talking to people working with young
people to see what the priorities are.’ (Service user or member of the public)
120 comments centred around a previous experience. Of these, many were negative
(58). 33 were neutral or mixed and 29 mentioned a positive previous experience.
Examples of negative:
‘I have not been given any information. I have read about it online myself’ (Carer)
Not found anything useful so far... inappropriate referrals for the wrong provision
simply increased the likely hood of my death. It's a bit like having a broken arm
so they send me to a dentist... nothing short of ridiculous incompetence’ (Service
user or member of the public).
Examples of neutral or mixed:
‘At the moment I don't think I need to know anything more - but then again I don't
know if there is anything out there that could change my world! It's not for lack of
looking I hasten to add. As far as I know we are knocking on all the doors that we
can.’ (Carer)
The Papyrus website is very helpful. NHS Choices was not particularly helpful.
For myself, I rang the Samaritans but the call was not answered.’ (Carer)
Examples of positive:
‘I feel well-informed at present and feel confident of ways to access further
support, should I need it.’ (Service user or member of the public)
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‘Age UK literature is fantastic.’ (Carer)
‘The Wellbeing service was very good for me’ (Carer)
57 comments were mixed or contained a suggestion for improvement and a
previous experience. Of these, the majority (47) reported a negative experience. 7
gave a neutral or mixed experience and 3 positive.
Examples of mixed comments:
‘Professional websites but not forums etc. I have attended a MH First Aid Lite
course for parents which was useful but I need more time to discuss his issues
so I can help him personally.’ (Carer)
‘To some extent the leaflets contain relevant info but they’re useless without
one on one consultations. Let’s face it, most of us can look on google if we need
information. It’s the support from a trained professional that counts’ (Service
user or member of the public)
Theme: Types of information people found useful or what they would like
more of
454 people mentioned a particular topic which they would like information about
in their comments. Of these 255 were respondents to the service users survey, and
128 were respondents to the carers survey. Topics with more than 10 comments are
shown in the next table. Topics with less than 10 responses include: information
about diagnosis (8), resources (five), care planning (five), how to help others with their
mental health (four) and continued support (two).
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Number of mentions
Sub-theme

Community support
People most commonly
mentioned wanting more
information or using “other
support, including Voluntary and
Community sector support and
non-specific mentions of “support”
(43), support groups (35), talking
therapy (32), professional support
(17, including social workers,
support workers, GP’s) and digital
support (10). Information about
smaller themes is available on
request.

Service users
and members
of the public
97

Carers

Professionals

48

153

‘I would have liked to have known about Suffolk Carers before this year
when my child had been under the Bury North IDT team for 4 years. Also was
unaware of carer assessments’ (Carer)
‘Knowing about the support groups and activity groups in the area.’ (Carer)
‘I’d like to know if there are groups where I could get advice/support for my
school aged child who is showing signs of anxiety’ (Service user or member of
the public)

Self- help, managing or about
116
condition
People very commonly
mentioned finding information
about their condition or treatment,
how to manage symptoms and
self- help techniques useful or
wanting more of this type of
information.

34

150

‘Tools on how to deal with him to provide him with better chances to manage
his ADHD’ (Carer)
‘Information about how I can better manage my condition. E.g How to practice
mindfulness.’ (Service user or member of the public)
‘Strategies that have helped other people in similar situations to my own recommendations from those people are particularly useful.’ (Service user or
member of the public)
Access and available service 44
A number of people also
mentioned wanting more
information or finding
information about what
services are available and
how to access them useful.

27

71

‘Clear information about sources of help and being to access them simply.’
(Carer)
‘What help and support is available both from the NHS and other organisations.
Also to better understand my conditions and how they affect me.’ (Service user
or member of the public)

10
Crisis
Ten comments from service
users mentioned wanting
more information about what
to do or where to get help in a
crisis

0

10

How to cope in a crisis. Self-help guides.’ (Service user or member of the public)
‘What else is available when in crisis. Where to go next when things fail.’
(Service user or member of the public)
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Theme: Lack of information or useful information
There were 62 mentions of a lack of information or useful information in the
comments in response to these questions. People often said that they were not
receiving any support or information or having to look for information themselves.
Some mentioned that there was not any information relevant or useful for their
condition. There were a number of comments which just said ‘nothing’ or ‘none’ in
response to the question about what information they would find useful.
Number of mentions
Sub-theme

Lack of information or useful
information

Service users
and members
of the public
38

Carers

Professionals

24

62

‘I’ve never had any information or help so can’t comment’ (Carer)
‘None of it, I know it a lot of it and hardly anything is useful.’ (Service user or
member of the public)
‘I haven’t been given any from anyone in the NHS I would like to know the
options, effects of the medications and to be kept more in the picture’ (Carer)

Theme: Sources of information
There were 61 mentions of specific sources of information or ways in which people
would like to receive information. 45 mentioned types of digital support including
websites or online searches, social media and mentions of charities websites. 13
mentioned written information, including books, leaflets.
‘Leaflets and online support for those of us who have difficulties with speaking on
the telephone’ (Service user or member of the public)
‘The internet has helped to find bipolar groups and forums and books which I have
found on bipolar have helped me to understand the disorder.’ (Carer)
‘I find the experiences of others with what works well and suggestions helpful be
that written or using social media/internet’ (Carer)
Heading 9: Community (Service user’s and members of the public survey, carer’s
survey and professionals and staff survey)
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Service users and members of the public and carers were asked 1) what their
community does to support their mental health and emotional wellbeing and 2) what
more their community could do. The short survey for service users and members of
the public asked what their community does and what more they could do in one
question. Professionals and staff were asked what could be done to better support
people to engage with their community. The short survey for professionals and staff
asked what they were doing to support people and what more could be done.
The next table includes a list of all themes identified within service users and carers
comments about this section of the survey. Only the most significant themes (those
with ten comments or more) have been reported. Information about minor themes is
available on request. After the theme table, the sentiment analysis is reported for the
questions about self-care, as well as a more detailed look at the most common themes.
Theme

Service users
and members
of the public
(558 comments,
2 questions)
194

Carers (191 Professionals
Total (900
comments, (151 comments, comments)
2
2 questions)
questions)
54

55

303

Lack of support or
more support

176

79

9

264

Interaction with
others

47

13

3

63

Information and
signposting

9

1

12

22

Access

9

2

9

20

Resources

11

0

7

18

Continued support 7

0

4

11

Community
Support

Other themes with less than ten mentions include quality of services (nine), integrated care (five) and carers being informed and involved (four).
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People’s experiences
The majority of the comments about community support talked about a previous
experience of support. The majority of these comments were negative (247). 129 were
neutral or mixed and 45 were positive.
Examples of negative:
‘Nothing. We feel isolated in the community.’ (Carer)
‘My community seem very closed off & unaware. I would feel judged if I shared
my private information with them’ (Service user and member of the public)
Examples of neutral or mixed:
‘A PACT support group starting soon but my son would not want to attend.’
(Carer)
‘The community has a local bus visit regularly but I imagine it’s difficult reaching
those who need help without other support locally.’ (Service user and member of
the public)
Examples of positive:
‘I have fantastic support within my local community, from charities and other
professionals.’ (Service users and members of the public)
‘I have good neighbors and my support is good and some of my online friends
and family support when I need it.’ (Service users and members of the public)
268 comments made a suggestion for improvement or gave an opinion in response to
the questions about community.
Examples of suggestions for improvement:
‘Raise awareness in mental health & embed it in teaching in education from an
early age. Drum into schools that if they continually pressure kids who do not
have coping strategies they will crack. Good health is more important than good
grades for the school’s league tables’ (Carer)
‘Make sure information is readily available for any support that is available
within the community’ (Carer)
‘1:1 support in attending new groups or visiting new services, even if it's just once
or twice. Getting through the door the first time can often be the hardest part.’
(Professional)
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51 comments were mixed or contained both a suggestion for improvement and a
previous experience. Of these, the majority contained negative experiences (33). 11
contained neutral or mixed experiences, and 6 were positive.
Examples of mixed comments:
‘An understanding that in more rural areas there aren't as many independent
non-NHS groups or community support and that therefore the job roles of
community support workers or assistant practitioners will be wildly different
than those in more built up/urban areas. Also, more time given to service users
and less of a 'they didn't engage three times so the support will have to go
elsewhere' and more of a reflective practice regarding why they didn't engage
and perhaps a more assertive approach.’ (Professional)
‘Services need to recognise that they are not a replacement for organic, genuine,
non-transactional relationships in a person's life, and if they want to avoid
people riding a merry-go-round of service intervention, then they have to
provide them with the information and means to engage with the support in
their community.’ (Professional)
Theme: Types of community support
The community support theme was used to group together mentions of receiving or
desiring more support “in the community” or outside of health services. This could
include voluntary and community sector support, support groups, support from
peers and informal support from family and friends, support from an individual’s
school or employer, as well as support from professionals such as LINK workers or
community psychiatric nurses.
Number of mentions
Sub-theme

Support groups
Mentions of using or wanting
more support groups

Service users
and members
of the public
58
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Carers

Professionals

19

13

There is no support that I am aware of in our rural community. I was aware of
a parent support group but it was always held during working hours so I could
not attend.’ (Carer)
‘Helping them to connect with local groups, activities and peer support groups
(including Facebook groups)’ (Professional)
‘A support group or campaign raising awareness. Even an anonymous chat
group online might be a useful way to get people in the community talking.’
(Service user or member of the public)
Informal support
Refers to mentions of
support from friends and
family. Within this section,
also includes mentions of
other informal sites such as
pubs and churches as well
as or talking to neighbours
and general mentions
of the friendliness of the
community

70

7

0

‘I have friends and family who I talk to. This is important to me as they know me
well and can tell if I am not happy.’ (Service users and members of the public)
‘I have good neighbors and my support is good and some of my online friends
and family support when I need it.’ (Service users and members of the public)
‘I have lovely neighbors and we look out for each other. These are just my
immediate neighbors. I would like to see community spirit injected back into
society, where if there is an issue, whole communities come together to support
each other. Everyone is afraid of each other these days or afraid of getting
involved in other people’s issues.’ (Service users and members of the public)
Other support
Refers to mentions of the
voluntary and community
sector support.

35

5

24

Wellbeing cafe. Wellbeing networks. Well-coordinated user led support groups’
(Carer)
‘Everything we do within libraries helps to engage and connect vulnerable
people with their communities. Our Open Space groups are a big example
of this, as well as the groups for older adults, parents, learning disabilities
(the list goes on). We offer a safe, neutral and welcoming environment and
this can enable people with mental health and wellbeing needs to feel more
comfortable in engaging’ (Professional)
‘There is Mind. Recovery college. Green light trust.’ (Service user or member of
the public)
‘A lot from volunteers with very little funding and hardly any support from
local CCG’s, NHS England or primary care partners,’ (Service user or member of
the public)
32
Professional support
Includes mentions of
professional support in the
community, such as social
workers, CPNS, GPs and also
unspecified comments about
“professionals”

3

10

‘My son lives in a different community to myself, but he does get help with his
medication from his doctor and pharmacy. No other help is offered.’ (Carer)
‘Increasing provision of occupational therapists, support workers and activity
workers within community mental health teams who can support service
users to take the first steps towards engaging in community activities. As they
become more confident and develop this as part of their routine this support
can be reduced and discontinued.’ (Professional)
‘Increase community mental health support e.g. CPNs which seem to have
been cut so much that they can only see the most severe cases/personality
disorders.’ (Service user or member of the public)
School or employer
8
Refers to mentions of support
or a desire for support at
work or school.

8
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9

‘There is a particular need for health authorities to work together to support
students who are away from home studying. It is unacceptable that things
effectively start from scratch if they return home after a deterioration in their
mental health when prompt and continuous care could have led to a swift
recovery.’ (Carer)
‘By attending school & integrating with peers. Providing a HUB where they
can seek support - some do not access lessons so are able to work here.’
(Professional)
As a school, we invite parents who may be suffering to come in and talk to us,
have a coffee and a chat and offload their worries. We also offer volunteering
in schools to boost their wellbeing and being part of our community.’
(Professional)
‘Be a bit more understanding especially in the work place. They say they do but
if it interferes with work then they don’t’ (Service user or member of the public)
Awareness raising
Mentions of wanting to raise
community’s awareness
of mental health or put on
events to raise awareness

10

9

3

‘Having a mental health condition is socially limiting. We know that local
shop keepers and coffee shop and public house staff are kind but largely local
communities are oblivious to mental health problems.’ (Carer)
‘Greater awareness of mental health issues within the community.’
(Professional)
‘Raise awareness of mental health and emotional wellbeing issues, and
organise community-wide events for this (e.g. coffee mornings).’ (Service user
or member of the public)
Other themes found within the questions about community support include:
activities which are inclusive of people with mental health difficulties (12); drop-ins
(nine) and digital support (seven).
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Theme: Lack of support or more support
There were a large number of mentions of a lack of support available in the
community mentions of needing additional support (253). When asked what their
community does to support them with their mental health many people stated
‘nothing’.
Theme

Nothing or lack of support

Service users
and members
of the public
168

Carers

Total

79

6

‘There is no suitable community support.’ (Carer)
‘More local mental health services. A drop-in clinic when things get tough’ (Carer)
‘Help and support them to feel part of the community.’ (Professional)
‘I am not aware of anything in my local community.’ (Service user or member of
the public)
‘Nothing, I don’t know if they’re afraid of me, or more likely, confused, and don’t
know how to respond to my different behavior.’ (Service user or member of the
public)
‘Community? I have to travel to access anything, there is no local community’
(Service user or member of the public)
Theme: Interaction with others
There were 67 mentions of the way in which people felt that they were interacted with
in the comments about communities. Of these, 36 mentioned being understood or
understanding, 25 mentioned stigma and 6 mentioned being listened to. As is shown
by the next table, the majority of comments about interaction were made by service
users.
Theme

Interaction with others

Service users
and members
of the public
47

-140-

Carers

Total

13

3

‘Be a lot more understanding and less judgemental or patronising about mental
health issues generally! I am tired of “but he looks so normal!” and “but surely
that can’t be right he’s so mature & sensible for his age!”’ (Carer)
‘I find there is more support & understanding from people when I talk about my
mental health problems - it is good to know I am not alone or abnormal!!’ (Service
user or member of the public)
‘There is still some stigma within healthcare sadly about mental health. It is
still seen as an inconvenience/weakness by significant numbers of healthcare
professionals especially in more senior positions’ (service user or member of the
public)
‘Addressing the stigma attached to mental illness’ (Professional)

Heading 10: Digital (Service user’s and members of the
public survey, carer’s survey and professionals and staff
survey)
Service users and members of the public and carer were both asked 1) how digital
technologies can help them with their mental health and emotional wellbeing and
2) if they currently use any digital technologies to support them, what they used and
what they used them for. Carers were asked the same questions again but focussed on
how they use digital technologies to support their family or friends. Professionals were
asked the same questions, but about how they used digital technologies to support
others.
The shortened service users and members of the public and carers surveys asked
what digital technology they used and what they used them for.
The thematic analysis of the questions about digital technologies has been grouped
into two main themes: 1) What kinds of digital technology people reported using to
support their own or others mental health and emotional wellbeing and; 2) What
people used digital technology for or what people would like to use it for to support
them with their own or others mental health and emotional wellbeing.
Total response numbers for the questions about digital technologies
Service users (2
questions, 421
comments)

Carers (4
questions, 322
comments)

Professionals (2
questions, 101
comments)

Total (844
comments)

Types of digital technology that people most commonly mentioned using or wanting
to use
Sub- theme

Carers

Professionals

Apps

Service users and
members of the
public
110

36

17

Devices

49

16

6

1. Phones

32

7

5

2. Tablet

12

6

1

3. PC or laptop

10

7

0

4. Other

2

4

4

Websites

54

21

9

Social media

46

18

6

Forums, chat and
groups

28

16

2

Other examples include video calls and
Skype, email, games,
gadgets

4

2

0
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Most commonly mentioned uses or suggestions for uses of digital technology to
support mental health and wellbeing
Number of mentions
Sub-theme

Information and signposting

Service users
and members
of the public
59

Carers

Professionals

52

12

‘I embrace them to access reading material to cope with our daughter’s ill
health’ (Carer)
I use TED talks, particularly of people who have been in the mental health
system and are recovering, to show service users they are not alone... I also use
it for educating myself’ (Professional)
‘I use the internet to research any changes to my treatment and medication’
(Service user or member of the public)
Community support

34

33

0

1 . Peer support

28

29

0

2 . Voluntary and community
sector support
3 . Professionals

1

3

0

5

1

0

‘I go on the Internet and forums to realise I am not alone’ (Carer)
‘Social networks can be really helpful to help people to find others that are
going through the same thing or feel the same way’ (Service user or member of
the public)
‘Sometimes this is the only place I feel safe to talk about my problems/issues
(Service user or member of the public)
‘I use Facebook with people going through similar experiences’ (Carer)
‘I have messenger and Skype and WhatsApp. I use that to speak with people’
(Service user or member of the public)
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Self-help

37

17

2

‘Daughter still uses mindfulness/meditative apps as recommended by
Wellbeing to help her go to sleep, or when feeling anxious/stressed. (She also
finds funny videos on Facebook involving animals or small children a helpful
distraction technique - focusing on something pleasant rather than what is
stressing her’ (Carer)
‘I listen to mindfulness videos on YouTube’ (Service user or member of the
public)
Communication

25

11

1

‘Social media is good for staying connected when you can’t go out’
‘I will text my support worker and she will ring me’
Tracking, planning and
reminders

10

7

0

‘An app that both daycentres and carers can use to inform me if they have seen
mum drink, eat, wash, take meds and monitor mood etc would be great’ (Carer)
‘I use my phone to track steps and record runs/bike rides/walks. This helps to
motivate me to get out more and exercise. In this digital world, there should be
a push in wearable tech and smartphone use to track our exercise, as this has
been found to motivate and increase our levels of exercise. People are spending
more time indoors and glued to their devices and we should harness some of
that energy, comfort & passion for technology to get people using technology
for more meaningful activities that will have a positive impact on mental health
and wellbeing’ (Service user or member of the public)
Access

2

4

4

‘SO much easier to access! Can be there for me 24 hours. Can access from my
home’ (Service user or member of the public)
‘Being able to get advice via online chat, get advice through text, being able to
contact the team I’m with and have them actually ring me back’ (Service user or
member of the public)
‘My son uses an app to help him with mindfulness and meditation. This has
proved invaluable and is far easier to access the support from the Trust’ (Carer)

Other themes mentioned include: distraction (four).
‘I use word games to focus my mind away from anxious or worrying thoughts
however, it has definitely become a habit and not always effective’ (Service user
or member of the public)
Negative mentions of digital technology
A number of people mentioned negative themes around digital technology in their
comments. These are detailed in the next chart.

Effectiveness

12

‘Researching what is wrong has risks of misinformation’ (Carer)
‘My son uses a computer far too much and stuff he reads online contributes
ever more to his problems, Technology is part of his problem’ (Carer)
‘As far as social media forums are concerned, I am very wary, as I have
witnessed the highly detrimental effect they have had on my husband’s
mental health, combining as they do a mentally concentrated activity with the
potential for interpersonal conflict. Personally, I find them totally compulsive
and try to avoid looking at them, as I know I will get sucked in!’ (Carer)
Impersonal

7

‘There needs to be more listeners! There is a lack of people that can just listen,
to offer compassion and reassurance. There is a tendency to want to ‘fix’, where
things cannot be fixed. Technology is creating social isolation’ (Service user or
member of the public)
‘Nothing can replace 1:1 human contact by a presence, through talking and
experiencing the human body responses’ (Carer)
‘Apps are not always useful - young people in my experience prefer to speak to
someone (a human)’ (Carer)
Accessible to everyone

7
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It is assumed that everybody can afford and or use IT, apps etc. Sadly, the
person I care for can do none of these’ (Carer)
‘Not terribly helpful when you are in crisis and dealing with a suicidal relative’
(Carer)
‘Broadband very poor where we live & my mobile signal is practically nonexistent’ (Carer)
General

5

‘Has anyone tried to say to a depressed young person ‘Hey there is a really good
website available’. It enough to make you weep!’ (Carer)

Heading 11: School, college and university (Service user’s
and members of the public survey, carer’s survey and
professionals and staff survey)
The service users and members of the public survey and the survey for carers
both asked what the schools, colleges and universities do to support mental health
and emotional wellbeing and what their educational institution could do to better.
Professionals were asked if they worked in a school college or university and what
could be done better to meet the mental health and emotional wellbeing needs of
young people.
The short survey for carers asked if they cared for someone in a school, college or
university and what the institution could do better in one question. The short surveys
for service users and members of the public did not ask about schools.
The next table includes a list of all themes identified within service users and carers
comments in response to this section of the survey. Only the most significant themes
(those with ten comments or more) have been reported. Information about minor
themes is available on request. After the theme table, the sentiment analysis is
reported for these questions, as well as a more detailed look at the most common
themes.
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Theme

Service users
and members
of the public (2
questions, 109
comments)
29

Carers (2
Professionals
questions, (1 question, 28
151
comments)
comments)

Total (288
comments)

49

8

86

Nothing or lack of
support

13

28

0

41

Interaction with
others

8

17

1

26

Access

5

3

3

11

Professionals

6

10

1

17

Resources

4

2

2

8

Quality of services 6

0

0

6

Continued support 1

3

0

4

Current practice
or suggestion for
improvement

Smaller themes mentioned in the comments about support in schools include:
information and signposting (three), communication (two), community support
(one) and early intervention and prevention (one).
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People’s experiences
Of the people who commented with a previous experience school support, 50 were
negative, 45 were neutral or mixed, and 45 shared a positive previous experience.
Positive experiences:
‘Provides equipment to make studying easier for him and also support with
anything he finds difficult in the course’ (Carer)
‘She has been seen by school nurse who has shown her where to go if problem she has been very helpful’ (Carer)
‘They are fantastic they give time and listen and talk’ (Service user or member of
the public)
Neutral or mixed experiences:
‘They try to put things in place. But lots of organisations doing same thing Suffolk
needs a unified approach’ (Carer)
Negative experiences:
‘Gave lip-service to pastoral support. Were more interested in enforcing strict
behavioural policies. One size must fit all!’ (Carer)
‘They ignore fact he has threatened to kill himself at school twice and the fact he
had 100% attendance until a couple of months ago. He goes to school but has to
come home at lunchtime as he can’t handle any more’ (Carer)
‘Stop sending me threatening letters about absences when I send repeated
evidence of appointments, travel times & emotional impact of sessions along
with specific request to respect my son's privacy’ (Carer)
‘I have not extra help with my work load. It got stressful when I couldn't keep up
and with not knowing where or even who I could speak to for help just made it
worst then I didn't do the work missed classes and the end result dropped out…’
(Service user or member of the public)
50 people shared an opinion on how to improve school support. Examples include:
‘Teach routinely yoga and relaxation at school’ (Service user or member of the public)
‘Arrange more group activities that encourage communication and give young
people the opportunity to meet others in a safe environment so that they can
realise that they are not alone or the only ones going through the challenges of
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mental health issues Encourage young people to share their views on life, their
experiences through education, how they see their future and particularly on
the impact 'social media' has had on them’ (Professional)
‘A lot of issues are due to bullying. The children doing the bullying need to be
addressed properly’ (Carer)
33 comments were “mixed” or contained both a suggestion for improvement and a
previous experience.
‘Ensure that counselling appointments are at the same time every week,
preferably out of school time as it's embarrassing for him to leave the classroom.
We are grateful however for what they did’ (Carer)
Theme: Current practice in schools and suggestions for improvement
In comments about education, there were many mentions of specific examples of
what schools, colleges and universities are currently doing and what they could do
more of. Examples of these include the types of adjustments schools can make for
children, what pastoral care can be provided and examples of support such as counselling and talking therapy. The most commonly mentioned types of support are
shown in the next chart.
Number of mentions
Sub-theme

Adjustments – examples include
mentions of educational support
[15], safe spaces [five], providing
equipment [one] and one
comment about the use of British
Sign Language.

Service users
and members
of the public
5

Carers

Professionals

20

0

‘Support, understand and makes adjustments. We had to move our daughter
from her mainstream catchment high school in order to access this. She now
attends an independent school. We are very aware that this is not an option for
many. Goodness knows where we would be had we not been able to take this
route’ (Carer)
‘Understand that going back to school after absence can be so scary that she
may not come back for weeks without support - this includes after holidays.
Give her lecture notes, projects, reading lists in advance so she can study at her
own pace and when she feels emotionally well enough (Carer)

‘My daughter’s school was too noisy and disrupting for her mental health at
the time head teacher and SENCO support were great in assuring my daughter
however one teacher let my daughter down. We changed her to a smaller
school with different expectations, they also gave her time if she was low or
anxious or angry, this time allowed her to continue with her school day, unlike
the other school which would send her home’ (Carer)
‘Make more time available so not feeling rushed. Quiet spaces if needing time
due to mental health needs’ (Service User or member of the public)
Pastoral Care – includes
mentions of school nurses,
general mentions of pastoral
care and student services or
student support.

9

6

1

‘Pastoral support is good. School adjusted timetable. Counsellor available if
required. Adjustments to exam conditions’ (Carer)
‘I have disabled student support’ (Service User or member of the public)
Talking and talking therapy
Mentions of talking therapy
or counselling in schools

7

8

1

‘Support from university was fantastic. Counselling to learn coping strategies’
(Service User or member of the public)
‘I think we do very well. We pay for the counsellor twice per week. We have
a Vulnerable Children’s Register that we review at the start of every term’
(Professional)
Carer informed and
1
involved Mentions of schools
communicating and working
with parents and carers.

8
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2

‘His school is very good at raising awareness, and his Head of Year is very open
to discussing things with me’ (Carer)
‘She moved to a local college who couldn’t have been more different - they
assigned someone as her contact for support and when she had a physical
health crisis and got behind with some work, were very supportive and met
with her to help agree strategies, and when appropriate (with her agreement)
I met with them and her and were able to work together to support her with a
transparent understanding of targets and methods. It was superb. If MH could
work with carers in the same way, we would be on such a winner!’ (Carer)
Other types of support mentioned include: mentoring, tutoring and one to ones (six),
unspecified mentions of “support” (five), Education, Health and Care plans (four)
and support from specific teachers (four). There were 17 mentions of other smaller
themes including support groups, being proactive about non- attendance and school
wide plans. Information about these is available on request.
‘Provide a personal mentor who proactively contacts her to provide support
and encouragement’ (Carer)
‘The school have tried to help put things in place to help my son manage his
anxiety. He goes to nurture group and knows he can speak to the teachers in the
SEN department if he has an issue’ (Carer)
Theme: Lack of support in schools
Respondents to the questions about support for mental health and emotional
wellbeing in schools, colleges and universities commonly mentioned that there was a
lack of support in these places.
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Number of mentions
Sub-theme

Lack of support or no support
Mentions of schools not providing
any support or mentions of
needing more support in schools.

Service users
and members
of the public
13

Carers

Professionals

28

0

‘They were awful. I was on a waiting list for months, nothing happened. I
contacted the uni multiple times and kept being told I would be put back on
the waiting list but never saw anyone. I came in for an emergency appointment
suicidal and I was told to ring 111 that was it’ (Service user or member of the
public)
‘I ended up deregistering my son from school to home educate him due to
the lack of help and support from his school at the time. Schools, or these
particular schools could have done a lot more to help, but I do feel that all
teachers/staff need training in mental health issues in order to be able to better
help’ (Carer)
‘Just started high school - informed them prior to start about extreme anxiety
and was just told ‘fine on her induction day’. She feels sick, cries and facetimes
whole journey to school every day’ (Carer)
‘Nothing. They keep saying it’s outside of mainstream schooling. But then I’m
told she will never get into a pupil referral unit so my daughter falls through the
cracks and is failed by the current education system.’ (Carer)
Theme: Interaction with others
There were 20 mentions of listening and understanding in the comments about support for mental health and emotional wellbeing in schools colleges and universities.
The almost all of these related to listening and understanding by schools or teachers.
These included mentions of both listening to and understanding students and parents
or carers. One comment from a professional mentioned listening to and engaging with
teachers. Examples include:

‘Continue to engage with their teachers and parents, and ensure I listen to their
individual voices. Follow safeguarding at ALL times.’ (Professionals)
‘They could understand both of my boy’s conditions better and listen to them
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when they have problems, and show they are trying to help. Neither boys have
trust in the school or its staff anymore. Luckily eldest only has a year left’ (Carer)
Theme: Comments about professionals
The comments about professionals theme was used in the questions about schools,
colleges and universities to refer to mentions of teachers training, awareness and
attitudes around mental health and emotional wellbeing. The theme most commonly
mentioned within this category was “training and knowledge” and includes comments
on or suggestions for improvement in teachers training around mental health.
Number of mentions
Sub-theme

Training and knowledge
Mentions of improving the
training which teachers receive or
their general knowledge around
mental health and emotional
wellbeing.

Service users
and members
of the public
5

Carers

Professionals

9

1

‘Better resources and every staff member trained in mental health’ (Service
user or member of the public)
‘Train teachers and particularly teaching assistants on the need to support
these pupils, to believe what parents are saying and to understand that there
are a variety of signs for poor mental health’ (Carer)
‘This is a skilled a specialist medical area and not one we feel confident to
become involved in without support and guidance from appropriately trained
professionals’ (Professional)
Awareness
0
Mentions of improving awareness
or teachers lack of awareness of
mental health.

3
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0

‘It would help if they didn’t look at every child as being a naughty child to start
with’ (Carer)
Attitude
Mentions of the attitude with
which teachers treat pupils.

1

0

0

‘They are kind and nice. Sometimes they rush me a bit too much’ (Service user
or member of the public)
Theme: Access
Access to mental health services or care was also mentioned in the comments about
schools, colleges and universities. There were 11 mentions of access across the three
survey groups. Within access, there were six mentions of wanting local services or
services in schools. There were four mentions of waiting times for secondary mental
health care. Finally, there was one mention of referrals.
Examples of comments about access to services:
‘Schools desperately need more regular counselling. Weekly sessions and drop
in sessions!!! My son felt he had no one to talk to and didn’t want to talk to me in
case he upset me.’ (Service user or member of the public)
‘Services embedded in schools, not asking teachers to do the job of mental
health professionals’ (Service user or member of the public)
‘Much easier and quicker response to referrals. Need to have more specialist
professionals to work with young people with additional needs and their
families’ (Professional)
‘Some support was offered via a well-being service but this was slow and difficult
to engage with.’ (Carer)

Heading 12: Transitions between child and adult services
(Service user’s and members of the public survey and
carer’s survey)
Service users and members of the public and carers were both asked 1) what worked
well if they or the person they care for had experienced a transition from Children
and Young People’s to Adult mental health services and 2) what would improve this
transition. The short surveys for both groups asked these questions as one. There
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were 187 comments in response to these questions. However, many of these (87)
gave invalid answers as “n/a” or declined to comment or said that theirs or the person
they cared for’s experience was not relevant to this (for example if they were still in
children’s services). The overall themes found in this question therefore only reflect
the comments of these 100 respondents. The top themes are presented in detail in the
next table.
Number of mentions
Sub-theme

Discharged or lack of support
Mentions of being discharged at the point of
transition or by adult services and mentions of
needing more support

Service users
and members
of the public
10

Carers

14

‘Was awful experience. Wasn’t listened to by adult Dr. Discharged me on first
appointment without getting to know me even though I was still having 2-4
weekly appointments with a community mental health worker.’ (Service user
and member of the public)
‘It didn’t work at all as like I’ve said she was deemed to be able to cope by just
using the Wellbeing service who then said she was too bad for them to help’
(Carer)
‘They refused to transition - they just said they don’t see people after 18 and
dropped us.’ (Carer)
‘My older child said they felt as if they had been cast-adrift.’ (Carer)
‘I have actually. It was completely awful so bad I was basically just discharged
and left to deal with my illness on my own.’ (Service user or member of the
public)
‘I was discharged at 17 and did not receive a transition or anything just told to
see my GP if I needed help’ (Service user or member of the public)
General negatives
Unspecified negative experiences or general
negative mentions of services.

19

3

‘Nothing, found the transition really scary and set her back’ (Carer)
‘This was a really scary and hard time for me as it was new experience and I
wasn’t prepared for it’ (Service user or member of the public)
‘I was discharged from CAMHS 2 or 3 times and had to be re-referred into adult
services many times. nothing about either area works, let alone well.’ (Service
user or member of the public)
Continuity
5
Mentions of experiencing or wanting to
experience continuity in transitions, including
mentions of locations, hand-overs and meetings
or getting to know the new team.

5

‘This has worked seamlessly. The location has stayed the same and everything
feels the same’ (Carer)
‘Named key workers officially handing over so that no information is lost, and
there is continuity of care.’ (Service user or member of the public)
‘Why should there be a transition? Mental health services are meant to be
seamless, so age should not be a factor - the only consideration should be
need. The same applies at the other end of life.’ (Service user or member of the
public)
Integrated care
Mentions of communication and working
together between children’s and adult services

6

1

‘Good communication between services.’ (Carer)
‘For transition and adult services to work together.’ (Service user or member of
the public)
‘For people to talk to each other and always keep the person involved at all
times.’ (Service user or member of the public)
Communication with service users and carers
Mentions of communication between services
and service users or carers
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2

3

“Our Service User was 17 almost 18 when crisis struck so transition from youth
to adult service was immediate but with Patient consent we, as parents, were
fully involved.’ (Carer)
‘It was a dreadful time. To be moved from a children’s ward to an adult acute
ward was extremely distressing for all concerned. I was told repeatedly I was
removed from data protection so they couldn’t tell me anything. When I went
to visit I asked to see the paperwork, they couldn’t produce it as it didn’t exists!
They went on to transfer her 190miles away to another hospital without her
care co-ordination or her family knowing’ (Carer)
General positives
Mentions of good experiences around
transition. These were often non-specific.

2

2

The experience from child services to adult was a good experience (Service
user or member of the public)
This has worked seamlessly. The location has stayed the same and everything
feels the same (Carer)
‘Good experience and support in transition’ (Service user or member of the
public)
Other themes mentioned in the responses to the questions about transitions from
child to adult services include: Mentions of an inappropriate service, or young people
who have experience a transition feeling that an adult ward is not appropriate for
them (three), wait times for adult services (two), responsiveness and communication
times (two). Information about themes with two or less comments is available on
request.
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Heading 13: Support for parents and carers (Service user’s
and members of the public and carer’s surveys)
Service users and members of the public were asked if they were a parent or guardian
and what support they receive to look after the mental health and emotional
wellbeing of their child or children and what could be done to better support them.
They were also asked about what support they received to look after their own mental
health and what could be done better. Carers were asked the same questions for
themselves and the person who they cared for.
In the short surveys, service users and members of the public were asked what
support they receive to look after their children’s mental health and what could be
improved as one question and carers were asked what support they received to look
after their own mental health and what could be improved as one question.
There was a large amount of unusable comments in response to these questions. For
example, “see my answers above” or “N/A”.
What support carers and parents received or would like to receive to look after their
own mental health
There were 481 comments in response to the questions about what support parents
and carers received to look after their own mental health and how this could be
improved. Themes with more than 10 comments are shown in the next table, although
people most commonly mentioned either a source of support in the community (106),
or that they did not receive any support to look after their own mental health (105).
Theme

Service users and
members of the
public
77

Carers

Total

29

106

Community
support

52

53

105

Information and
signposting

9

5

14

Medication

6

4

10

Lack of support or
more support

Themes with less than 10 mentions include: access (eight), interaction with others
(eight), continued support (seven), quality of services (six) and integrated care (four).
Information about themes with less responses than this is available on request.

People’s experiences
Most of the comments in response to these questions gave a previous experience
(204). Of these, 116 were negative. 43 were neutral or mixed and 39 were positive.
Examples of negative:
‘Help my daughter as it is a extremely frustrating position for a parent of a
grown child that you know we cannot protect and keep healthy’ (Carer)
‘None. I also have a disabled child so have two children with problems - one
severe - basically I get by on antidepressants and the love for my kids.’ (Carer)
Examples of neutral or mixed:
‘I have accessed the Wellbeing service but short-term advice is insufficient. A
relationship therapist was excellent, but number of sessions not enough’ (Carer)
‘My husband has talk support and I attend Sue Ryder daycare once a week due
to my MS. Otherwise we are alone’ (Carer)
‘I’m not, just friends and family’ (Service user or member of the public)
Examples of positive:
‘I have a supervising social worker who has been very supportive during a year
where I have been critically ill and then lost my partner very suddenly.’ (Carer)
‘Facebook forums. Much support offered by parent carers in similar situations.’
(Service user or member of the public)
83 people made a suggestion for improvement or gave an opinion on how to improve
support for parents and carers mental health.
‘Maybe a local support group for parents of children in similar circumstances’
(Carer)
‘Carer support groups would be useful, just to speak about experiences
and share coping strategies and our own feelings and frustrations in a nonjudgmental environment’ (Carer)
‘Listen to our needs & treat mental health like any other illness. Be able to
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refer people you know are struggling with mental health issues’ (Service user or
member of the public)
38 comments were mixed or gave both a suggestion for improvement and a previous
experience. Of these 33 included a negative experience. Four were neutral or mixed
and one was positive.
‘Understand the sheer complexity of your life with a child of a chronic condition.
You have no life, so time away is the best support you can give’ (Carer)
‘Luckily I have a very supportive family and they help. More local support
groups for carers to have a chat’ (Carer)
‘Joined up services. Coproduction of support. Not being told that because of
child’s complex nature that we ‘don’t fit our criteria’ and offering nothing else.’
(Carer)
Theme: Community support
The community support theme was used to group together mentions of receiving or
desiring more support “in the community” or outside of health services. This could
include voluntary and community sector support, support groups, support from
peers and informal support from family and friends, support from an individual’s
school or employer, as well as support from professionals such as LINK workers or
community psychiatric nurses.

Professional support
Includes mentions of professional support in the
community, such as social workers, CPNS, GPs and
also unspecified comments about “professionals”
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Service users
and members
of the public
18

Carers

10

‘Guidance from our support worker at CAMHS’ (Carer)
‘I have accessed the Wellbeing Service but short-term advice is insufficient. A
relationship therapist was excellent, but number of sessions not enough’ (Carer)
‘Local community health services and wellbeing Available to me.’ (Service user
or member of the public)
‘Mental health clinics with professional to talk with, it continuation of support
through appointments on phone or in person’ (Service user or member of the
public)
Support group
Mentions of using or wanting more support
groups.

7

12

‘Maybe a local support group for parents of children in similar circumstances’
(Carer)
‘More support groups for carers of autistic people other than parents and their
children.’ (Carer)
‘Care coordinator and anxiety management group’ (Service user or member of
the public)
Informal support
Refers to mentions of support from friends and
family

6

11

‘Luckily I have a very supportive family and they help. More local support
groups for carers to have a chat’ (Carer)
‘I found that whilst undergoing my counselling my family were the most
understanding and supportive’ (Service user or member of the public)
Talking therapy
10
Includes mentions of wanting or receiving
talking therapies, including counselling, CBT,
psychologists as well as unspecified “talking” or
“talking therapy”. These comments often related
to access to talking therapies.

6

‘More free counsellors are needed. Counsellors should be paid by government
to see NHS patients free of charge for a certain amount of time.’ (Carer)
‘More help for my daughter to talk through her feelings.’ (Service user or
member of the public)
Other support
Refers to mentions of the voluntary and
community sector support. There were 7 direct
mentions of positive support from Suffolk
Family Carers in this theme. 4 mentioned PACT.

0

14

‘I can get support through Suffolk Family Carers, I can talk to my doctor when
she is available. I have friends to whom I can talk if I need to. I take antidepressants.’ (Carer)
‘None officially but Suffolk Family carers helpful’ (Carer)
‘My husband has talk support and I attend Sue Ryder daycare once a week due
to my ms. Otherwise we are alone’ (Carer)
Other themes mentioned within community support in response to the questions
about the support received by parents and carers to look after their own mental
health include: support from schools and employers (10), digital support (five), respite
(five) and family therapy (four). Themes with only one mention include: private
mental health support, awareness raising, drop-ins and training or courses.
Theme: Lack of support or more support
There were 86 mentions of a lack of support for parents and carers mental health or
mentions of needing more support. People commonly directly mentioned receiving
“nothing” or no support, as well as making non- specific references to needing “more
support”.
‘More support for my daughter’ (Carer)
‘None and I am often in pieces but have to soldier on.’ (Carer)
‘No support at all.’ (service user or member of the public)
‘None, although I feel I really need it. I have asked’ (Service user or member of the
public)
‘None. I have received no help. Wouldn’t know where to go for it. Don’t trust
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wellbeing service.’ (Service user or member of the public)
‘None!!! I am in crisis and struggle to cope on a daily basis. My children suffer
emotionally because of this too. Which in the year 2018 is a really sad and sorry
state of affairs?’ (Service user or member of the public)
‘None. We are trying to manage as best we can but struggling daily. The strain is
immense.’ (Service user or member of the public)
What support carers and parents received or would like to receive to look after their
children or the people they care for
The comments about what support carers and parents received to look after their own
mental health or how this could be improved were very similar to those found in the
questions about what support parents and carers said they received or would like to
receive to look after their own mental health. There were 508 comments in response
to these questions.

Theme

Service users and
members of the
public
77

Carers

Total

35

112

Lack of or more
support

71

41

112

Information and
signposting

27

6

33

Interaction with
others

7

8

15

Continued support 5

7

12

Resources

6

12

Community
support

6
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Resources

6

6

12

Other themes mentioned in response to the questions about support for parents
and carers to look after the person who they care for’s mental health include: being
informed and involved (nine), quality of services (six), diagnosis (five), comments
about professional’s attitudes or training (five). Information about themes with less
than five mentions is available on request.
People’s experiences
The majority of comments in response to these questions were a previous experience
(232). Of these, 131 were negative.
Examples of negative:
‘Do not discharge people who have a severe and enduring mental health
problem’ (Carer)
‘To actually have some sort of support. I was told I couldn’t have counselling
around this situation because I myself wasn’t suicidal. That needs to change.
Parents are under immense pressure especially if they are single and have no
other support’ (Carer)
‘My children are now adults but I am trying to support them with their needs as it
seems they find it hard to access a resources and struggle to get to appointments
at they are usually in another town and they do not have their own transport’
(Service user or member of the public)
‘I am not experiencing any support at the moment and wouldn’t know where to
access it if I needed it’ (Service user or member of the public)
Examples of mixed or neutral:
‘Good support from family and friends. A little from my GP. None from the
mental health services, although I have recently made contact with the carers
lead in the IDT and asked for a carers assessment, so this may improve.’ (Service
user or member of the public)
‘CAMHS are starting to make the right noises but changes in staff have left us
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back at the beginning. School and council just make things worse.’ (Service user
or member of the public)
‘My son is under the care of CAMHS, it took us 6 years to get them to see him.
Now he is under their care I have no complaints. The consultant he sees is very
good.’ (Service user or member of the public)
Examples of positive:
‘Suffolk Family Carers, Sue Ryder have proven to be a life line when caring for
elderly family member with dementia. I needed more support to understand
the illnesses and the side effects of drugs and the impact this would have on my
relationship with my family member’ (Service user or member of the public)
‘I have a meeting once a month with a CAMHS nurse to help me.’ (Service user or
member of the public)
‘I contacted the mental health nurse and she met with me to give me advice on
how best to help my child’ (Service user or member of the public)
107 comments made a suggestion for improvement or gave an opinion about how to
improve support for parents and carers to look after the mental health and wellbeing
of the people who they care for.
‘Stop cutting funding, listen to parents before the person reaches crisis point’
(Carer)
‘By all relevant organisations being aware of good mental health. Wellbeing
events and opportunities within companies/businesses’ (Carer)
‘Drop in sessions that are not in working hours so those of us who work can
attend. More responsive time frames’ (Carer)
Better support from school and better management, huge improvements with
training for council staff, consistent care from CAMHS (Service user or member of the
public)
‘Everything and anything in my local area. The lack of funding is critical to
health and mental health services’ (Service user or member of the public)
63 comments were mixed or contained both a suggestion or an opinion and a
previous experience. Of these 51 contained a negative experience, 10 were neutral or
mixed and two were positive.
‘My child’s last support worker simply did not have the time. Carers needs should
be factored in with the staffing of the mental health services. A dedicated family

-165-

support worker would be advantageous’ (Carer)
‘GP’s have to understand how difficult things can be for parents of a child with
difficulties. No allowance is made when trying to book appointments or services at a
time when your child is in a better place to deal with going to GP. Maybe having quiet
areas to sit away from main waiting areas’ (Carer)
‘I think because both my husband and myself are parents & we have mental health
issues some information about the impact on our kids or even just some websites/
info about services we could contact would make a real difference. It’s hard to know
what’s best to do except try and shield them from the lows’ (Service user or member
of the public)
Theme: Community support
The community support theme was used to group together mentions of receiving or
desiring more support “in the community” or outside of health services. This could
include voluntary and community sector support, support groups, support from
peers and informal support from family and friends, support from an individual’s
school or employer, as well as support from professionals such as LINK workers or
community psychiatric nurses.
Number of mentions
Sub-theme

Professional support
Includes mentions of professional support in the
community, such as social workers, CPNS, GPs and
also unspecified comments about “professionals”

Service users
and members
of the public
26

Carers

8

‘Via my GP practice or the professionals caring for my family member.
Citizens Advice could also be provided with a current folder of information or
a web page could be placed on each GP practice web site’ (Carer)
‘By allocating my husband a care coordinator. Some pro-active contact, even
an occasional phone call to check how things are. A willingness to talk to me
when there is a crisis, even if my husband’s wishes take precedence when he
is well.’ (Carer)
‘Easy access to professional support.’ (Service user or member of the public)
‘Nothing. Children’s mental health have closed my child’s case. I found
the Clinical Psychologist we were allocated to be arrogant and lacking in
fundamental social and listening skills on every occasion we saw him. He
was also dismissive of observations made of my child by other professionals.’
(Service user or member of the public)

School or employer
Mentions of using or wanting more support
groups.

24

3

‘I would like my employer to support a professionals carers group within the
organization’ (Carer)
‘Easier access to support at school. More 1 to 1 counselling through school’
(Service user or member of the public)
‘No support. All the guidance received from schools feels less like support
and more like criticism of our parenting skills’ (Service user or member of the
public)
5
Other support
Refers to mentions of the voluntary and
community sector support. There were 9
mentions of Suffolk Family Carers in this theme.

16

‘Suffolk carers provided lots of support - funding must continue as this was my
lifeline’ (Carer)
‘Suffolk Family Carers, also I have received money for my own use from having
a Carers Assessment. I do not claim Carers Allowance as it would just mean the
amount being taken off my son’s benefits.’ (Carer)
Access to 4YP, possibly getting help from CAHMS and an EHCP (neither of these
last two are in place yet) (Carer)
I am an active member of Al-Anon Family Groups who give me support because
my daughter is an alcoholic and her situation may have led to my depression.
I attend monthly Mindfulness meetings which also help me care for my own
mental health’ (Service users and members)
‘Help for Heroes with PTSD’ (Service user or member of the public)
Support groups
Mentions of using or wanting more support
groups.

-167-

10

3

‘Carer Assessment, I have attended courses and also attend a support group
which I found myself’ (Carer)
‘I used to go to baby groups when I first had my daughter - HUGELY helpful and
reassuring to a terrified mum with (looking back) antenatal depression and
very high anxiety. These have since been stopped due to funding (or lack of)’
(Service users and members of the public)
‘Advice, understanding, knowledge that help is there if you need it, possibly a
support group’ (Service user or member of the public)
Other themes mentioned within community support in the questions about support
for parents and carers to look after their children or the person who they care for
include: informal support or support from friends and family (eight), talking therapy
(eight), respite (five), digital support (four) and phoneline support (three). Peer
support, awareness raising and training and courses received one mention each.
Theme: Lack of or more support
There were 114 mentions of a lack of support or a need for more support in the
comments about what support parents and carers received to look after the mental
health of the person who they cared for and how this can be improved. People often
responded to the question about what support they received with “none” or “nothing”.
People also often made non-specific suggestions for “more support”.
‘Nothing really I am able to ring his care team if needed but to be honest I am very
much alone with it’ (Carer)
‘Nothing except what I source myself.’ (Carer)
‘Private one to one counselling, which we have to pay for.’ (Carer)
‘I have a young daughter who has grown up with me being as I am. I feel that
there is a lack of support for her in regards to her caring role. She has a carer
group youth group once a month and a very occasional drop in at school. I feel
these are not addressing the problem of her worries about me. She doesn’t want
to leave me in case I have a seizure (I also have epilepsy) and she had no support
after she found me unconscious in bed one morning and had to resuscitate me
before an air ambulance was called.’ (Service user or member of the public)
‘None, this level of support when you are a parent in extreme distress is none
existent. Social Workers do not help, just cause more anxiety and distress and in
my experience have little understanding of mental illness, demonstrating only
prejudice and stigma’ (Service user or member of the public).
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‘None. I am a parent of an ASD child who needs mental health support. Years
have gone by and he is still waiting for help. I have to support him without
support myself.’ (Service user or member of the public)

Heading 14: Professionals specific questions
The professional’s surveys asked a number of questions which did not appear in
the service users and carers surveys. As the total number of comments for these
questions is lower than other sections of the report, the largest themes are presented
along with some key quotes in the following section. Information about less common
themes in response to these questions is available on request.
Wait times
In the long format surveys, professionals and staff were asked what they were doing
to reduce wait times for services and what more they would like to do. The shortened
surveys asked what could be done to reduce wait times for secondary care. There was
a total of 156 comments in the responses to these three questions combined.
Resources was the most commonly mentioned theme within the questions about
wait times (31). Professionals often mentioned a need for more staff within services
(28). A minority also mentioned funding (three).
‘I would like to see more resources being putting into services: staff, quality of
training to increase, more support in place for newly qualified staff to provide
more opportunity for development and retention of staff; more time being given
to complete higher quality assessments and succinct yet detailed information
being handed over to ensure needs are met and people do not “slip through the
net”.’ (Professional)
‘The greatest asset to the NHS is its staff and there is not enough. money needs
to be used to employ more staff so that staff have the time to care and effectively
treat patients rather than constantly worrying about paperwork and waiting
times which then causes stress for everyone’ (Professional)
28 mentioned working with or wanting more sources of support in the community.
The most commonly mentioned themes were voluntary and community sector
support (eight), support in schools and workplaces (six), talking therapy (four) and selfcare (three).
‘Partnership working & prevention - building a new information service (IAGES)
with Suffolk Mind and Suffolk Family Carers, the service can help direct people
to other organisations/ charities/ groups etc. in the community which could be
useful & will help people look after their own wellbeing, if they are able to. I also
signpost people to organisations such as Suffolk Mind, who can offer counselling
at a reduced rate or The Worry Tree where people can access a short session for
free. I have often had people complain to me about waiting for wellbeing or a GP,

and if they can access it, talking therapy in the community could prove useful.’
(Professional)
‘Abolish boundaries between primary and secondary care. More links with
schools and colleges. Wellbeing to have a larger remit - needs to be more open
- to include P.D. More group work - Recovery college to be more accessible.
Collaboration to continue. Service users should be able to move around in
services. More open access drop ins. Full time mental health nurses in GP’s &
schools. Promote selfcare. Short term funding not sustainable. More education
in work places. Community groups to measure on recovery KPI’s.’ (Professional)
‘Young people need quick access to support so more people who can offer initial
support such as mental health first aiders. Also more advice for school staff on
how to support students before things get too advanced.’ (Professional)
There were 17 mentions of themes around access in the comments about wait times.
Seven mentioned wait times for services other than the ones which they worked for,
for example link workers and CAMHS as well as general comments about wait times
needing to be reduced. Five mentioned ease of access, and three mentioned the need
for or use of local services.
‘LINK worker being able to see patients / inappropriate referrals. More staff.
Higher qualified staff at the front. Less restrictive / prescriptive practice.
Psychiatrists in wellbeing able to re-refer. CRISIS times can cause waiting
times for those less in CRISIS. More fluidity in wellbeing. more time to do things
properly. Stop worrying about targets and do a proper job. More LINK workers.
Less barriers. More/better communication with GP’s. Too much assessment.’
(Professional)
‘Getting appropriate MH professionals to review our inpatients is difficult and
involves constantly ringing them to find out a time’ (Professional)
‘In-house support services in place, signposting, careful consideration of
thresholds’ (Professional)
There were 17 mentions of the process of referrals in the comments about wait times.
Five mentioned the need for people to have some support whilst waiting for a referral.
4 mentioned the need for referrals to be dealt with quickly. Other topics mentioned
within referrals include improving professional’s knowledge of referral criteria,
ensuring appropriate referrals are made, stringent criteria for referrals and reviewing
people on waiting lists.
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‘Working with staff to ensure that referrals are dealt with promptly, so people
can be directed to appropriate services. However, this is hard when it is
difficult to recruit into the vacancies due in part to the reputation of the trust.’
(Professionals)
‘I’d like there to be a quicker response that means people don’t wait. When people
are referred into secondary services I would like there to be more flexibility
around responding to referral and not having to dance solely to the tune of KPIs
that drive out work and lead to demands to complete paperwork at the expense
of clinical contact.’ (Professionals)
‘Reach more people and help educate on wellbeing and how we can support
ourselves. Raise awareness of the huge amount of resource and support which
is available in the community. Give people some sort of connection or support
WHILST they are waiting. I have often seen people deteriorate and tell me they
have lost hope of feeling better, because they are left waiting for help with no
support’ (Professionals)
Other themes mentioned in the comments about wait times include: integrated care
(seven), information and signposting (four) and early intervention and prevention
(four). Information about themes with three or less mentions can be made available on
request.
Integrated and holistic care
Professionals were asked what a system which treats physical and mental health
needs holistically looks like. There were 94 comments in response to this question
across the long and short surveys.
There were 34 mentions of topics within the theme of integrated care. Most of these
were mentions of mental health services working closely together or improving the
communication and working relationships between services (20). There were seven
mentions of mental health services needing to work more closely with other public
sector organisations e.g schools, councils, social workers. Five mentioned services
working with voluntary and community sector organisations. 4 mentioned the need
for a centralised system or database for patient records.
‘Innovative ways of using skills within a system - closer working. Champions
within teams. Maintaining professional development. Training of relevant staff
to run clinics. Education strategies.’ (Professional)
‘Everyone working together and delivering the same messages and talking to
each other to ensure all stages of treatment transition smoothly’ (Professional)
‘As mentioned above, there needs to be more involvement with the service
user/ families/ carers etc. Medical model works well when needed, but needs
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to embrace the holistic approach, realising that people are people and not a
diagnosis. It is integral that both voluntary, and non-medical statutory services
are involved much more meaningfully’ (Professional)
Quality of services was mentioned 15 times in the question about integration and
treating patients holistically. Within this, there were eight direct mentions of “holistic”
care or the need to treat mental and physical health together. Five mentioned personcentered care either directly or by mentioning care being structured around patient
decisions. There was one mention of continuity of care.
‘Services for children and young people at West Suffolk hospital (not an NSFT
service) provides holistic care well. People wait 2-3 months but are then seen,
assessed and a treatment plan is started from first assessment. They are treated
by the same person who assessed and this is coordinated with their physical
health needs. Patients give excellent feedback about this service. It is just a
shame it is only available to people already under the care of the hospital.’
(Professional)
‘That everyone is seen as being human, with both physical and mental health
(and in my view spiritual health)’ (Professional)
‘Better linkage with physical health service so both consider each other and
know about what’s on offer to help whole wellbeing.’ (Professional)
There were 13 mentions of access in these questions. Of these, four mentioned a
need for local services and four suggested a need for faster wait times. Two directly
mentioned the need for easy access to services.
‘A service that is easily accessible with enough staff to be able to deal with the
high demand of support that is needed for a range of young people’s needs.
Support for families as well to give them the advice they need right away.’
(Professional)
‘For mental health to be considered in all appointments of all forms - especially
for those recently diagnosed or with long term conditions. For physical and
mental health service to talk to each other. For substance misuse not to be a
barrier for accessing mental health services.’ (Professional)
Other themes found in the questions about integrated and holisitic care were
communication (eight), which included comments about the need for good
communication between services and with service users. Seven comments were
about resources, including an increased staff capacity within services and improved
funding. Information about smaller themes is available on request.
Early intervention
The long format surveys asked professionals and staff what support they received to
treat mental health problems early and what more support they would like to receive.
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The shortened surveys asked what professionals and staff did to identify and treat
mental health problems early and what support could help them to do this better as
one question. There was a total of 169 comments in response to these three questions.
There were 40 mentions of professional’s training and knowledge in the comments
in response to these questions. 14 of these were about teachers training to identify
mental health problems.
‘Health visiting has always been about early intervention, health promotion
and health education. However depending on where you trained and who your
trainers were staff have different experiences of training and have received
different levels of training. As such expertise and confidence in identifying
and treating mental health problems is not uniform. The clients and families
on our caseloads are then not getting an equitable service the same across
practitioners.’ (Professional)
‘More training at schools for teaching and support staff’ (Professional)
‘Currently I use SENCo’s and Emotional Support staff to help. I would like to see
more training available in schools either face to face or through online training.’
(Professional)
‘There are not enough medics - so many locums - not enough time or staff to
see people properly. Access and Assessment service not fit for purpose. New
things introduced without enough information or staff training or staff - such as
wellbeing hub for young people
This is not something I can answer from local experience but schools hold be the
front line in identifying mental disorders in children. Teachers need to be trained
and schools supported by CAMHS professionals to do this effectively. Similarly adult
ed institutions and employers need to know how to identify problems and deal with
them sensitively and by knowing who to refer to for more help.’ (Professional)
There were 27 mentions of what teachers and school staff do to try and identify
mental health problems early. Respondents often mentioned getting to know students
and observing for behavior changes and communicating with colleagues and parents.
There were a number of mentions of having support from pastoral care such as school
nurses or student support available.
‘I would hope that I could notice a change in a pupils behavior and their
physical and emotional state. I would invite the pupil and their parents to have
a conservation with a member of the senior leadership team and provide them
with organisation who can help them.’ (Professional)
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‘I know the students I work with. I build a relationship and I know when they are
struggling. I talk with other professionals within the school setting and I try and
keep an open dialogue with parents/carers. Having places the students can call
or people they can talk to who aren’t going to let them down all the time would
help this- I.E their support workers/ social workers/ councilors simply because
they have too many other people to see, not enough time, and too many hoops to
jump through themselves’ (Professional)
‘I work with the Students Support Professionals and my superiors.’ (Professional)
‘In education setting, looking for changes to behaviour and clues from the child.
We have had less support time in the class room which usually helps give time to
listen to children. Having a teaching assistant available helps.’ (Professional)
There were 12 mentions of integrated care. There were four mentions of the need for
services to work better with communities. Specific services mentioned include GPs
and Open Space. Three mentioned the need for multi-agency involvement, including
direct mentions multi- agency or multi-disciplinary conversations and links between
primary and secondary care.
‘Through the use of formal multi-disciplinary meetings, informal discussions
with colleagues, managerial supervision, clinical supervision and training
provided by the Trust.’ (Professional)
‘More joined up working - our Open Space groups are a great partnership
between community support providers and NSFT and this enables us to take
expertise into the heart of the community.’ (Professional)
Other themes mentioned found in the questions about professional’s support to
treat mental health problems early include, referrals (eight) and resources (seven).
Information about smaller themes is available on request.
Local authority support
Professionals and staff were asked what 1) Local Authorities can do to support people
with other areas of their lives which impact on mental health such as finance, housing,
relationships and employment and 2) what local authorities could do better. The short
survey for professionals and staff asked what local authorities could do and what
could be done better in one question. There were 145 comments in response to these
questions.
The most commonly mentioned types of support in the comments about local
authorities support for mental health were: help with housing (11), voluntary and
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community sector support (nine), support from schools and employers (six) and
finance or debt management advice (three).
‘St Edmundsbury has a very effective housing team who have a good
understanding and compassionate approach.
More options for accommodation on discharge’ (Professional)
‘Focus on the above issues, encourage emotional awareness in schools (not
mental health awareness). Divert money from mental health services to tackle
these issues’ (Professional)
‘Put more resources into the voluntary sector to support as this is a cost-effective
way and the voluntary sector are good at integration and partnerships working’
(Professional)
A number of professionals (28) also mentioned the need for services to be better
integrated, both between themselves and with the community, including schools,
social care and sources of voluntary and community support.
‘Everything in linking the cultures of a merged social and mental health services.
Currently TWO separate cultures, although both Public Services - too slow, poor
understanding and no responsibility taken.’ (Professional)
‘They should be working closely in partnership with Mental Health trusts to
ensure that a more holistic approach is taken, as they may even know what
support is available in the local area to support those with mental health or those
that can give additional support to help with day to day living.’ (Professional)
‘Too many different steps for referral and arguing about which money pot the
care should come from rather than all meeting up for a plan for the patient then
discuss the other admin things outside’ (Professional)
11 mentioned a need for more funding and investment for or by local authorities to
meet mental health needs.
‘A lot more funding is needed.’ (Professional)
‘More funding to allow them to proactively tackle housing and finance crises.
They are good at communicating with schools.’ (Professional)
Knowledge of non- medical support
Professionals were asked 1) what they know about support available outside the
medical system and the extent to which they use this and 2) what else they would
like to know about the support available and what could be done to help them make
better use of it. These questions were in both the short and long format surveys and

had a total of 240 comments attributed to them.
In the comments about professionals knowledge of what support is available outside
of the medical system, 48 professionals listed a source of voluntary or community
sector support. 22 listed sources of support that were available in school or for young
people these were often from people who identified themselves in their comment as
working in an education setting.
‘I am aware of agencies in both Norfolk and Suffolk who can offer support e.g.
MIND - JULIAN - 4YP - HOME GROUP - SUFFOLK CARERS etc.’ (Professional)
‘I refer people to apps (e.g. Staying Alive), websites (e.g MIND, CALMZONE),
telephone support (e.g. Samaritans, SANEline) and third sector organisations (e.g.
MIND)’ (Professional)
‘Work in education so we have had some training and use ELSA in our school.
We also have Family liason person and Level 2 visit. Have used increasingly.’
(Professional)
‘I regularly make referrals to CAMHs and find that there is little support for
mental health outside of this. We try to refer to CAF but are finding that most of
these are immediately closed. We try to provide nurture support in school. Quite
frankly there isn’t enough support for our children.’ (Professional)
43 professionals said that they would like more information about what services are
available or how to access services. A number of these suggested a single directory or
source of information.
‘It would be useful to have a directory of services that could be used and an
indication of the type of support each could offer. I expect this exists but it needs
to be updated and realistic.’ (Professional)
‘A list of all the resources available to patients and professionals with easy
contact numbers.’ (Professional)
‘A directory of all services available medical and non-medical with contact
details and referral processes.’ (Professional)
‘Smaller, less known groups and services. More joined up working & ways of
searching/ advertising what exists (some of which we are working on in the
IAGES project). Infolink is good - but can be tricky to use because it contains all
sorts of groups and services, which can be confusing if you are struggling and in
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need of help with mental health and wellbeing.’ (Professional)
There were 23 comments about access in response to the questions about
professional’s knowledge of support outside the medical system. 12 of these
mentioned a lack of access, mental health provision in Suffolk or not being able to refer
people into services. There were five mentions of ease of accessing services.
‘There is very little support available in my area.’ (Professional)
‘Lots of support that used to be in place no longer is. frustration over multiple
referrals being denied as they do not meet threshold requirements. what other
support is there?!’ (Professional)
‘I feel educated in the area by experience. The support is difficult to access as
long waiting times. Communication between health and schools not always
easy. Schools often feel left to cope with students with serious needs, yet little
advice in how to do so.’ (Professional)
Support from employer
Professionals were asked what their employer does to support them with their mental
health and emotional wellbeing needs. There were 122 comments in response to this
question across the long and short survey.
The most common types of support which people mentioned in their comments
were counselling and therapy (20), flexibility and workload management (11), clinical
supervision (ten), and informal support from colleagues (eight). Six mentioned specific
models or programmes such as an emotional needs and resources model, mental
health or wellbeing days and employee assist programmes. There were 10 negative
responses about the support provided by employers.
We have a counselling service available and values as an organisation which
include the strengths approach. We provide supervisions and appraisals and
peer support sessions. Locally we encourage debrief after incidents, we have
advice line (on-call) for staff support 24/7 as needed. As manager I promote
models and principles which can help manage stress, such as compassion versus
empathic distress, mindfulness, positive behavior support etc.’ (Professional)
‘Our employer allows us to use our wellbeing team, they have a group of people
who meet very regularly to look at wellbeing in the workplace. They also offer
free gym membership as this also helps with wellbeing. As an employer they are
fantastic at addressing areas of wellbeing.’ (Professional)
‘Not much as work load is high causing stress. There is private company hotline
to go to for advice etc.’ (Professional)

‘Last year I spent some time working at reduced capacity due to my mental
health, and my employer was wholly supportive of this. There is in-house
counselling available, and Suffolk Mind provided some resilience training
during the restructure of Public Health.’ (Professional)
‘Structure is there, and taught in training, but little effort put in to follow up that
procedure for mental health is being followed.’ (Professional)
‘NSFT is particularly bad at this - so much pressure on staff’ (Professional)
Support for carers
Professionals were asked whether they did anything to support carers. There were 97
comments in response to this question across the long and short format surveys.
The most common themes mentioned in the comments in response to this question
were providing information, signposting and referrals in the comments in response to
this question (19). Ten mentioned using sources of voluntary and community sector
support, eight of whom referred directly to Suffolk Family Carers. Eight people referred
to carers assessments. Nine professionals mentioned supporting carers by listening
to them, and seven said that they made additional time for carers. Finally, five said that
they ensured that carers were informed and involved in service user’s care.
‘I think developing self-help cards would help young carers as it is always
something they can refer to if needed when there isn’t a professional around
for them to talk to. We do have self-help tools on our website but I think having
this as something the young person could carry around could be beneficial.’
(Professional)
‘I allow extra time following my session to support the carers if they need it, I
ensure that any concerns they have are fed back to the lead clinician and are
discussed with the service user if appropriate, I signpost to relevant funding,
support groups and online resources as well as community resources.’
(Professional)
‘Offer access to free tea and coffee during visits. Give a primary contact person
and alternative contact person if they are off duty. Regularly ask carers about
their emotional wellbeing and offer signposting to information and support if
this cannot be provided by the ward. Give carers sufficient notice of discharge of
patients. Many mental health crises have an interpersonal aspect related to the
family. Offer family therapy or counseling or referrals to this where necessary.
This would also reduce admission length in many cases.’ (Professional)
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‘I feel overall mental health services need to be more inclusive of carers where
possible as these individuals have the most contact and often most valuable
information regarding their loved one.’ (Professional)

Heading 15: Analysis of engagement events and groups
Feedback was obtained from people attending engagement groups, meetings and
engagement events across Suffolk. These were managed by partners within the
collaboration and primarily by Suffolk Parent Carer Network and Suffolk User Forum.
In total, 69 separate sources of group data were analysed using NVivo software
(e.g. Suffolk Parent Carer Network feedback forms). Data was obtained from 104
engagement sessions and shared with Healthwatch Suffolk for analysis. An estimated
4,000 – 5,000 people were engaged at events planned and coordinated by Suffolk
User Forum (769) and Suffolk Parent Carer Network (3,599). These included public
events such as Stowmarket Beach Party and Chantry Park Fun day, sessions at a
variety of Suffolk libraries and targeted engagement within educational settings (e.g.
schools and nurseries) or places where health or social care is provided to people (e.g.
secondary care services and hospices).
In addition, Suffolk Family Carers encouraged people contacting its helplines to
respond to the surveys if appropriate. It also engaged with people attending SAGES
(Suffolk, Advice, Guidance and Emotional Support) groups in Stowmarket, Sudbury
and Lowestoft and encouraged people to complete surveys in the community (e.g. at
the Worry Tree Café in Framlingham and at the launch of a carer’s drop-in located in
Ipswich).
Events, groups and meetings took place in locations across the county. These can be
seen in the next table.
Location

Number of events

Aldeburgh

1

Brandon

1

Bury St Edmunds

3

Capel St Mary

1

Claydon

2

Colchester

1
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Colchester

1

Elmswell

1

Ely

1

Felixstowe

7

Framlingham

1

Great Blakenham

1

Hadleigh

3

Halesworth

1

Haverhill

2

Ipswich

22

Ixworth

1

Kesgrave

2

Knodishall

1

Lakenheath

1

Lavenham

1

Leiston

3
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Martlesham

1

Mildenhall

1

Needham Market

2

Newmarket

1

Saxmundham

2

Southwold

1

Stowmarket

1

Sudbury

1

Wickham Market

2

Woodbridge

2

Data was recorded using a variety of methods. This included feedback forms from
Suffolk Parent Carer Network Ambassadors, emails or comments recorded at or post
engagement sessions and survey style feedback (representing multiple participants)
recorded by Suffolk User Forum. In addition, ideas and notes recorded onto flip charts
at one of the three strategic engagement events run by the West Suffolk and Ipswich
and East Suffolk Clinical Commissioning Groups have also been analysed.
It is important to note that the purpose of the engagement by partners was both to
record feedback and to promote involvement with ‘A Very Different Conversation’.
Partners therefore pro-actively encouraged people to complete the surveys (either
during or post engagement) and also encouraged them to disseminate the surveys
within their own networks (family, friends or organisational).
With this considered, it has not been possible to identify where participants have
subsequently opted to complete an individual or group response online post event
and thus their feedback will not be included within this section of the report. Instead,
the themes presented are representative only of what was recorded at the time of
engagement or where feedback submitted to partners thereafter was clearly identified
as resulting from an engagement session.

People attending engagement sessions
came from a broad range of communities
and backgrounds. The sessions
were open to attendance by various
population groups and this included
professionals (e.g. representatives of
voluntary organisations, providers of
care services and employers), people
who are currently using services, carers
and members of the public who may
need to use services in the future. Often,
sessions included input from individuals
representing a variety of these interest
groups.
For the purposes of analysis, feedback
from all of these population groups has
been collated and analysed together.
This is because the diverse nature of
the samples engaged means it was not
always possible to clearly attribute the
feedback to any one particular segment
of the population.

Theme: Access to services and support
in the community
People outlined the challenges they face
when seeking support for their mental
health and emotional wellbeing. In
particular, there are frequent mentions
of a lack of support in the county or
the desire for there to be more support
available (86).
“The lack of support for her daughter
who is very poorly due to mental
health, and that services aren’t
interested.”
Referral for Emotional Wellbeing
Hub was lengthy with a long time for
feedback (3 weeks) to then be told
they couldn’t help.”

Thematic analysis of group data sources

Care pathways and “fighting the system”
was highlighted within this theme (11).
People frequently spoke about the
struggles they face and the lack of clarity
about pathways within the system.

Analysis of the feedback obtained has
identified a number of themes. The
most substantial of these are described
in more detail in the following section
with examples of the feedback recorded.
It is important to note that most of the
feedback is reflective and supportive of
the service user, carers and professionals
survey data.
The numbers of mentions noted against
the themes and sub-themes should
not be assumed to be representative of
singular responses from one individual.
Instead, they are most likely to be have
been expressed by more than one person
within a group context.
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“She is clearly at her wits end with
the lack of diagnosis for one of her
sons, and the way the system takes
you around in circles…”
“…The fight they are facing and how
exhausting it is…”
“A clear and joined up route for
patients that are in need of mental
health services.”
“Reduce loops to jump through.”
“GP’s to understand the system.”

school to help support her with an
ECHP referral and other help but
they are not very forthcoming.”

Cross-tabulation of the sub-themes
“support in the community”, which
includes any mention of people’s
interaction with sources of support, and
“lack of or more support” indicated that
people most often express a wish for
support to be available from professionals
or specialised services (26 mentions).
This might include one to one counselling
support or professional support in a more
general sense.

“More support for children with
mental health within schools.”
“She has no end of issues with the
school – Too many to list. Lack
of support and understanding of
daughters issues, SENCO isn’t helpful
at all and not interested too many
teachers coming and going – No
consistency to teaching children.”

“More opportunities and awareness
of services available to vulnerable
parents/carers for their children.”
“We need more SSC units as they
work effectively for children who’s
needs are greater than primaries can
cope with.”
“There needs to be an adolescent
ward – This county doesn’t provide
anything.”

The EHCP process was a theme in its own
right with 11 mentions. Feedback indicates
that people have a lack of awareness
about how to complete an EHCP. Many of
the comments express a wish for more
support and/or training specific to the
EHCP process.
“Training desperately needed
in EHCP’s, sensory issues etc for
nursery schools.”

A lack of support, or the desire for more
support, was also attributed to a school
context (12 mentions). This might include
improved support with the completion of
Education Health and Care Plans (EHCP)
for children with Special Educational
Needs and Disabilities (SEND), more
flexibility regarding workloads and
attendance, a less reactive approach to
behaviour management or the wish for
more understanding about the needs of
the child and their family.
“Very emotional and distraught.
Really struggling with her son. He is
at primary school but is beginning
to school refuse… She has asked the

“The lack of support when trying to
access services for an EHCP, and the
school telling them they can’t apply
as not enough evidence.”
“The lack of support when trying
to access services for an EHCP, and
then being pushed around in a circle,
to end up at the beginning again or
being refused.”
Within the overall theme of “access”,
“waiting for services” was the second
most prominent sub-theme (35
mentions). Feedback attributed to this
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theme includes any mention of waiting to access support, the desire for immediate
access or a quicker response from services.
“She has been in touch with the Emotional Wellbeing Hub/CAMHS and they
have told her she has to wait up to 2 years before they can assess her son.”
“Lengthy waiting times for assessments.”
“Help when you need it, not weeks later.”
The rurality of Suffolk and issues related to transport was highlighted five times in the
group sessions. Related to this, 10 people also expressed a desire for local services and

“She has been in touch with the Emotional
Hub/CAMHS
they
have told
I Wellbeing
would li ke better
access to and
men tal
health
her she
has toe....
wait up to 2 years before
servic
es becaus
they can assess her son.”
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support that is easy to access (seven). A
wish for 24/7 availability of care was also
discussed (four).
psychology
I“Woodbridge
would like better
access to
service
has been
excellent.
ment
al health
serv
ices
Mixed feedback
regarding the
becaus
e....
new Emotional Wellbeing Hub.”

“Could have more in the evenings
and weekends. Maybe use an empty
shop as a drop in??”
“Meet near my home.”
“Better transport for parents/carers
who can’t drive.”
“Importance of having a supportive
school – and difficulty securing SEN
help/getting diagnosis. Transport is a
recurring theme with many mothers
not driving.”

Negative mentions included:
“…Another very emotional parent
who broke down when we started
talking about her sons journey. Her
son’s diagnosis took a long while, and
the care they received from Ipswich
Hospital was appalling. They didn’t
manage his care effectively…”

Theme: Quality of care
The theme of “quality of care” has a total
of 83 mentions attributed to it.

“CAMHS service not at all helpful
for families that have a child/young
person with a disability/need who
has mental health issues due to
disability. They refuse to help and
recognise this.”

When considering what a good network
of support might look like, people
mentioned a number of factors including
whether or not they are positive (14) or
negative (43) about their current support.
Positive mentions of quality of care
included:
“Woodbridge psychology service
has been excellent. Mixed feedback
regarding the new Emotional
Wellbeing Hub.”
CISS have been very supportive with
transitioning children from Claydon
Primary to Claydon High School,
working alongside each other.”

Cross-tabulation of the ‘negative about
support’ and ‘community support’
themes indicates that people are most
negative about the lack of general
support (e.g. “the lack of support for their
daughter…”) for people in need of services
(13), insufficient support in or for schools
(13) and either poor support or the need
for more support from professional
services (18).
Other factors were also associated with
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“All professionals involved need to
Iwork
would together
li ke better access
to men talalongside
health
in a meeting
servic es becaus e....

the patient and their families.

the “quality of care” theme and this
included care planning (11), having time
to care for people (9), ensuring a person
centred approach to care (9, see also
detailed feedback from Suffolk User
Forum outlined below regarding this
subject), consistency (9) and continuity of
care (3).
“Appointments too short.”
“They need to find time to listen to
us.”
“All professionals involved need to
work together in a meeting alongside
the patient and their families. All
views need to be open and discussed
together and plans made, reducing
the number of meetings, and is
known to have a better success rate.
EVERYONE WORKS TOGETHER.”

“Consistent support and access to
funds across the board, need to stop
some families getting help and others
don’t.”
Theme: Information and signposting
With a total of 55 mentions, the theme of
“Information and Signposting” was the
fourth largest overall theme within the
group data. The majority of mentions
within this theme relate to a lack of or
desire for more information regarding
mental health, family and emotional
wellbeing support (29) and the need for
more information about what services
are available (31). Other minor themes
indicate the need to update or improve
on the information offer currently
available (9).
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“Infolink is out of date and needs
someone to manage it. It would be

great if it worked.”
“More information easily available. It
needs to be easy to ask for.”
The parent carer who had a daughter
with Down’s Syndrome said she
had really needed support from an
organisation such as SPCN and was sad
that she hadn’t known about it sooner in
her journey.”
Theme: Training

There were 26 mentions recorded about
the subject of communication. This
included a desire for information and
communication to be accessible and
appropriate to people’s needs (12) and a
wish for better or more communication
(14) from services. There was one specific
mention of information being of poor
quality.
“Care plans need to be available in
other formats e.g. easy read/other
languages etc.”

The theme of “training” was mentioned
29 times. Suggestions about training was
used with regard to a number of specific
factors and this included the EHCP
process, specific conditions or needs (e.g.
Sensory processing Disorders, Mutism,
accessible information training and
Foetal Alcohol Syndrome), education for
families and more generic mentions to
the need for more trained professionals.

“We need better information with
pictures.”
“They could be better at
communicating and listening better…
Give more advice.”
“Don’t use words that I can’t
understand.”

“An NHS that works and isn’t
dysfunctional. And better trained
staff.”
“Two parents want to see more
access to Makaton/British Sign
Language training, as there is nothing
being offered and they would like
to communicate with their children
better. Currently they are having to
teach themselves.”
“Better trained staff who understand
mental health.”
“Upskilling nurses, making more of
link workers.”
Theme: Communication

There were a number of smaller themes
evident within the feedback and these
included a hope for more understanding
from others either internal or external to
the health and care system (18), reduced
stigma (12), to be believed and taken
seriously (three), for others to listen
(11), mentions related to the theme of
“resources” including those related to
“funding” and “capacity” (13), challenges
associated with obtaining an assessment
and/or a diagnosis (24) and the need for
services to focus on early intervention (9).
Examples of feedback attributed to these
minor themes included:
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‘I feel overall mental health services
need to be more inclusive of carers
where possible as these individuals
have the most contact and often most
valuable information regarding their
loved one.’
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“Everything has to get to crisis
point before anyone will listen, and
then it still isn’t acted upon.” – Early
intervention
“You want to be believed.” – Taken
seriously
Encouragement to all ages to speak
out more openly about mental health –
Stopping the stigma.” – Stigma
“The lack of understanding about
mental health and the services that
are needed.” – Understanding
“Listening to those that know the
patient more and not dismissing
them.” – Listening

•
•

“Crazywise and Emerging proud”
(19 people)
Person Centered Care and the Care
Plan Approach (68 people)

Those attending these groups
“universally” agreed that services need
to use different models for helping those
in extreme distress and crisis. There was
an “overwhelming” view that there needs
to be a range of different models that are
progressive, empirical and peer led and
that there should be more opportunities
to help people self-manage their own
wellbeing (e.g. Suffolk Needs Met).
Details of several approaches to keeping
people mentally and emotionally well
were shared and supported. These
included:

“Need more doctors.” – Capacity
•

The Power Threat Meaning
Framework: An alternative to
traditional models based upon
psychiatric diagnosis. The
framework summarises and
integrates evidence about the
role of various kinds of power in
people’s lives; the kinds of threat
that misuses of power pose to us;
and the ways we have learned
as human beings to respond to
threat. The framework can b used
as a way of helping people to
create more hopeful narratives or
stories about their lives and the
difficulties they may have faced
or are still facing, instead of seeing
themselves as blameworthy, weak,
deficient or ‘mentally ill’.

•

Open dialogue: A model of

“More monies to enable support and
care to improve.” – Funding
“the lack of support for families
trying and waiting for a diagnosis,
and the lengths you must go to get
one.” – Diagnosis and assessment
New and varied approaches to
keeping people well
Suffolk User Forum shared feedback
from and summaries of a number of
workshops held across the county. 184
people were recorded in attendance at
these groups and events in total. They
included, amongst others:
•
•

“Suffolk Needs Met” (23 people)
“People Caring for People” (26
people)
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mental health care which involves a consistent family and social network.
All treatment is carried out at whole system/network meetings, which
always include the patient. All staff are trained in family therapy and related
psychological skills. Open dialogue has been used by countries around the
world, including much of Scandinavia, Germany and several states in America.
•

Person Centered Care and the Care Programme Approach (CPA): The approach
to individuals care and support puts them at the centre and promotes inclusion
and recovery. In person-centered care, health and social care professionals
work collaboratively with people who use services, care is coordintated
and tailored to the needs of the individual, people are always treated with
compassion and professionals are culturally aware and able to support people
with a range of values, beliefs and lifestyles.

•

Suffolk Needs Met: A training course that can help people to understand their
own wellbeing and that of the people around them. Whether at work, home or
in any other context. It aims to equip people with practical ideas about making
the workplace an environment that enables people to get their emotional
needs met, leading to improved performance and healthier people.

•

#EmergingProud: A campaign about providing hope. Central to this is the
concept that breaking down does not mean we are “broken”. It means that we
can be amidst a difficult journey to ‘breakthrough’. The campaign aims to create
a society in which it feels safer to speak out about our extreme experiences
without fear of being told there is something wrong with us.

A more detailed description of each approach, summarised by Suffolk User Forum, is
available in Appendix A.
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‘Everything has to get to crisis
point before anyone will listen,
and then it still isn’t acted upon.’
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What do young people want from Mental Health Support in
Suffolk?
My Health, Our Future
This section draws on data collected as a part of the ‘My Health, Our Future’ project.
The project sought to understand the mental health and emotional wellbeing needs
of children and young people across Suffolk. 7,088 young people in Suffolk, aged from
11 to 19, took part in an online survey about Mental Health & Emotional Wellbeing. The
survey was delivered by teachers during lessons and form tutor times. The data was
collected between May 2018 and July 2018.
Accessing services
What’s important to you when accessing support?
6,284 young people between the ages of 11 – 19 were asked ‘If you were to need support
for mental health and emotional wellbeing, how important would the following be to
you?’. The next table shows the percentage of young people who said each criteria was
‘Very important’ or ‘Absolutely essential’.
Percentage of young people who said each topic was ‘Very important’ or ‘Absolutely
essential’

%
1

Knowing that my information will not be shared
without my permission

81%

2

A place where I feel safe and comfortable

80%

3

To be offered choices and to be able to make
decisions about my care myself

73%

4

For health professionals to talk to me about my
care, and not just my parents

68%

5

To be offered relevant information

64%
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6

That services are sensitive to my needs and
preferences

59%

7

That services are available at times that suit me

57%

8

That services are close enough so that I can travel 50%
there on my own

Responses split by gender
The three most important criteria for males and females were the same, however
females placed more importance on each criteria when compared to males.
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What would stop you from accessing support?
The young people were also asked ‘If you were to need support for mental health and
wellbeing, what might stop you from getting that support?’.
Their responses were categorised into themes. The next table shows the themes
which were mentioned the most. Examples of the responses in each theme are shown
in the next table
Percentage of young people who responded in each category
%
1

Other (> 1%)

21%

2

Opening up

13%

3

Embarrassment & being judged

10%

4

Anxiety & fear

9%

5

Nothing

8%

6

Parents & Confidentiality

7%

7

Other people

6%

8

Travel

4%

9

Myself

3%

10

Bullying

3%

11

Not knowing how

2%

-194-

12

Having time

2%

13

No access to support

2%

14

Friends

1%

15

Not being listened to

1%

16

Not feeling comfortable

1%

17

Denial

1%

18

The illness

1%

19

School

1%

20

Money

1%

21

Trust

1%

22

Peers

1%

Opening up
•
•
•
•

“I don't like asking for help and its awkward”
“I want to keep everything to myself”
“I don't like to speak my thoughts”
“I am extremely shy when it comes to talking about my feelings, especially with a
stranger”

Embarrassment & being judged
•
•
•
•

“I would feel embarrassed and ashamed and I don’t like talking to others about it.”
“The embarrassment of someone else finding out”
“Other people judging because high school is a horrible place where people cannot
do what they want without being judged”
“I don't want people to judge or not like me for who I am”

Anxiety & fear
•
•
•
•

“Being able to speak out about a problem in the first place due to fears.”
“Being too nervous to ask”
“Feeling anxious about what might happen”
“Getting even more anxious”

Nothing
•
•
•
•

“Nothing, I already go to therapy”
“I already get help from a councillor so nothing stop me”
“Nothing because I would be quite open about it to be honest also my mum's a mental
health nurse”
“Nothing I'm getting support for my depression and anxiety”

Parents & Confidentiality
•
•
•
•

“Although my mum knows that I am in a bad mental headspace, she doesn’t know the
extent to which it is affecting me. So, it would be difficult to see a professional without
telling her how I am really feeling”
“Thinking that what I say will be shared with my parents and other people”
“My parents being suspicious of where I’m going because I don’t want to tell that that
I’m going to a mental health specialist because they don’t need to worry”
“Knowing that information gets passed on to my dad, he is stressed enough, he doesn't
need it.”

Other people
•
•
•
•

“It might make people think of me differently”
“I wouldn’t want other people to know”
“I would be worried about people and my friends and how they feel around me”
“If everyone knew that I had a mental illness then I wouldn't feel comfortable for
people to support and look after me”

Travel
•
•
•
•

“I live in Aldeburgh and it's full of old people who haven't considered these types of
services”
“The doctors/professionals aren't close enough to get to”
“Travel would be my downfall as my mum has a bad spine and sometimes cannot
walk so car is essential”
“We don't have a car, so we couldn't get there”
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‘The greatest asset to the NHS is its staff
and there is not enough. money needs to
be used to employ more staff so that staff
have the time to care and effectively treat
patients rather than constantly worrying
about paperwork and waiting times which
then causes stress for everyone’

Myself
•
•
•
•

“Me - not wanting to go. Feeling like I need to sort things out by myself and deal with
it”
“My own judgement on how well I am”
“Myself, most of the time I am my own worst enemy”
“Myself - not wanting to make matters worse and trying to be independent”

Bullying
•
•
•
•

“Feeling that you can’t go because people will make fun of you”
“Getting teased and being bullied, making me feel worse than before”
“If any classmate finds out, I might be made fun of for being weak and asking for
help”
“Being bullied or picked on”

Not knowing how
•
•
•
•

“Because I don’t know what to say”
“I don't know what is happening so I feel trapped”
“Because I don't know who to ask”
“I don't know where to go for the support and who will be there”

Having time
•
•
•
•

“Being a young carer and having not enough time”
“The things that would stop me would be the activities that I do and the lack of time I
have”
“Not enough time or not enough places that can be reached quickly and easily”
“I'm always busy and can never think of a time to go and get support”

No access to support
•
•
•
•

“The NHS system itself being under funded has made access to treatment very
difficult and a long battle”
“Long waiting lists, not being 'medically ill enough' to be taken seriously”
“Waiting lists; they’re extremely long”
“The communication breakdown because I am profound deaf and only use British
Sign Language. I struggle to lip read and would not recommend to use speech to
communicate with me.”

Friends
•
•
•

“Fear of being humiliated by my friends if they found out about my condition”
“My friends making fun of me. They won't help me”
“Worry that people find out that I will get upset and lose a lot of friends what

•

happened in Primary School.”
“If friends find out and find it funny. Even if I was laughing and they were just joking,
I may not actually find it funny.”

Not being listened to
•
•
•
•

“Being fearful that I wouldn’t be taken seriously”
“Feeling as if nobody would listen to what I am saying”
“I would be scared of not getting the right help that I need and no one
understanding my problems”
“I don’t know if I have mental health problems, but I have been told I do, I would feel
ignored because I am a teenager and it’s often blamed on hormones which it is not…
I feel as though they aren’t listening.”

Not feeling comfortable
•
•
•
•

“I might be scared of the place around me, so I would want somewhere I am
comfortable with”
“If the place felt uncomfortable and the professionals were forceful towards
decisions”
“I'm too scared to ask to see a therapist and worried that they (therapist) might not
be able to help or that I feel uncomfortable around a professional”
“Being uncomfortable to share my situation”

Denial
•
•
•
•

“Denial that I am mentally unhealthy”
“In my head I thought everything was fine but in reality it wasn't”
“Difficulty coming to terms with the idea I need support”
“Not being able to admit to myself I feel this way”

The illness
•
•
•
•

“I am mentally unstable therefore I cannot talk as I am scared”
“The things that would stop me from getting help could be the problems I need
help with”
“Depression/social anxiety, preventing you from being able to talk to people and
get the answers/communication that you need”
“I have needed and still sometimes need support for mental health and emotional
wellbeing and sometimes I'm just too down and/or anxious to get out of the house
to get help.”
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School
•
•
•
•

“School takes up too much of my day”
“If it wasn't available through school”
“Lessons and GCSE’s”
“If that support is not there for you at school”

Money
•
•
•
•

“Not enough money to pay for it because my mum is on her own”
“You might have to pay”
“Having to pay a lot of money”
“Not having enough money to afford the support”

Trust
•
•
•
•

“I do not trust most of the adults, such as teachers to confide in, because of the way
others are treated in lessons”
“I can’t trust anyone”
“I would want it to be someone who I know or who I can trust”
“I don't trust strangers”

Peers
•
•
•
•

“Peer judgement”
“Peer pressure”
“Peer pressure and people making fun of me. People not accepting me”
“Peer group”

Other (> 1%)
Themes which were mentioned by fewer than 1% of the respondents were placed in
the ‘Other’ category. These include:
Fear of consequences
•
•
•

“Issues being taken to some kind of social services/higher authority”
Previous experience
“Having sought support for my mental health, the reason I've been unsuccessful
is the way the system runs in Suffolk. I have needed help and after two years I
have only just been prescribed antidepressants and am still seeking CBT or a
psychiatrist.”
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•

“The mental health services took 2 and a half years to get back to me. And when I
finally got there they didn't listen what I said”

Stigma
•

“People who don't understand and judge, the stigma around the topic”

Where would you like to learn about Mental Health & Wellbeing?
Young people were asked if their school teaches them about mental health. Those
who said they weren’t taught about it, were asked if they would like to be. Over two
thirds (67%) told us they would.
Young people were also asked where they would like to learn about mental health
and wellbeing. Two thirds (67%) told us that they wanted to learn about mental health
& wellbeing in lesson time, demonstrating the desire to learn about it as a part of the
school curriculum.

Seeking support
Who would you go to if you were feeling stressed?
5,569 young people told us who they would approach if they were feeling stressed.
The top four answers were Family, Parents/Carers, Friends and Support Services. The
next graph shows the results, split by males and females.

Just under a third of respondents (31%) said they would approach support services (Eg.
NHS, Charity, Telephone helpline, Website, Social Media, Apps).
Only 12% of respondents said they would go to their school nurse; however it isn’t
clear whether this is due to a reluctance to approach their school nurse, or not having
access to a school nurse.
Which of the following would you like to be able to go to for help but don’t feel like
you can?
5,569 young people told us who they wished they could approach for help, but didn’t
feel like they could. The answers below are ranked in order of the most popular
choices:
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.

Family
Friends
Parent/Carer
Teachers
I would feel comfortable going to all of these
Doctor/GP
School Nurse
Support Services
Youth Worker
I would not feel comfortable going to any of these

Most young people wish they could ask their friends, parents/family and teachers for
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help. The next graph shows the percentage of respondents who chose each option,
split by males and females. Females were more likely than males to say they would
not feel comfortable asking any of these people for help.

Social Media
There was mixed feedback to the questions about the positive and negative effects
of social media on young people’s emotional wellbeing. This shows that their
relationship with social media is complex.
The research indicates that the negative effects may outweigh the positive. On
average, those respondents who spent more time on social media, had lower
wellbeing scores. (The lower the score, the poorer their wellbeing).
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‘I used to go to baby groups when I first had
my daughter - HUGELY helpful and reassuring
to a terrified mum with (looking back)
antenatal depression and very high anxiety.
These have since been stopped due to funding
(or lack of)’

•
»
•
»

38% said they had used social media to escape from negative feelings
45% of females & 30% of males
33% said they had tried to spend less time on social media, but failed
42% of females & 23% of males

Negative effects
There were thousands of responses from young people telling us how social media
makes them unhappy. Many reported that it makes them feel isolated, anxious and
lowers their self-esteem. Most young people demonstrate acute awareness of the
superficial & curated nature of the content they see on social media - yet are unable to
prevent themselves from drawing comparisons between this and their own lives. As a
result, they experience feelings of inadequacy, insecurity and dissatisfaction.
“You get 'glued' onto your device you don't want to put it down” - Female 12
“Social media gives extremely high expectations of the way in which people
should be such as body images or the way that they should behave, which can
deeply effect someone's self-esteem” - Female 18
“I compare myself to everyone I follow, and it makes me really aware and selfconscious about how I look and the reason I don't post pictures of myself is
because I think that people are judging me” - Female 12
“You wish your life was like that persons you’re staring at. You suddenly stop
living and making the most of being alive” - Female 14
“Boys get in contact with you and send pictures what no one wants to see,
making me feel sad” - Female 16
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“People self-harm and post it, it's
what triggers other people” - Female
14

know before and it keeps me relaxed
and gets the work out of my head so I
can rest”

“The bodies of other women I see
on social media has exacerbated a
potential eating disorder” - Gender
Fluid 19

“I can interact with friends and
family far away to get support”
“You can be creative and show your
skills like painting, singing, dancing
and find people with the same
interests”

“It could make u feel bad if your
friends have 500 followers and you
have 200” - Male 12
Positive effects
However, it is important to note that
social media can help to improve
emotional wellbeing when used in the
right way. There were also thousands
of examples where young people have
really benefited from the use of social
media - through connecting with others
experiencing similar mental health
difficulties, to learning more about mental
health, coping techniques and resilience.
“I can find other people with the
same problems who are willing to
speak publicly about them”
“Social media gives me a chance to
express myself in my own way which
can stop me feeling so trapped and
I have online friends that help me
during a panic attack or when I’m
feeling suicidal”
“Being able to disclose problems and
talk about mental health with people,
without judgement”

“I can talk to friends about things
that I can’t seem to say in person, a
sense of anonymity makes it easier
to reach out. Being able to connect
with people through mental health
pages/accounts that can help or are
going through the same things to
make it easier to bare. Being able to
find content quickly and easily to
make your mood better/easier to
handle. Being able to talk to people
in real time about things you’d
otherwise have to wait to talk about.
Finding artists/content creators
who have suffered from past issues
being able to talk about what to do to
make it easier. In general, being able
to not feel alone and always having
someone to talk too”
“Celebs breaking the stigma around
mental health”
“It makes me feel happier and more
able to speak about my mental
health. Speaking to family online has
really helped me”
“It has helped me because there are
videos of people on there that suffer

“I can get useful info that I didn't
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from mental health issues and they give advice on how to deal with these issues.
Also, it means I am able to talk to my friends for advice even when I am not with
them”
“I have an Instagram account that is dedicated to books where I discuss what I
love most with other people just like me. In addition, we all suffer quite similarly
from mental illnesses which means we have a support network together”
“Discord, a social messaging app, has provided me volunteering experience, a
solid community of online friends that give mental illness advice and support,
as well as a therapeutic outlet where I can express myself via art, which is
celebrated weekly”
“Encouragement, advice, people who have the same mental disorder and know
how you feel”
“I can see other people’s experiences with mental illness and how they cope with
it, and it is easy to contact my support network easily.”
“I can share my problems with friends easier & I can look up what I can do to stay
happy”
“I follow recovery accounts for Anorexia which boosts my determination to
continue therapy”
“I get to talk to my girlfriend who lives far away which makes me happier and
less stressed”
“Interviews of celebrities coping with issues and struggles of mental health, such
as depression, bulimia, self-harm, bipolar. It gives hope to see them recover, as
being in the spotlight puts a burden on trying to recover”
The comments suggest that when used in the right way, social media could be an
important tool for promoting and maintaining good mental health and emotional
wellbeing in young people.
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Conclusion
The aim of this engagement has been to
discover what people in Suffolk would
like from a transformed mental health
service. This conclusion is therefore
intended to summarise this evidence
and inform the Ipswich and East and
West Suffolk CCG’s draft transformation
strategy.

surgeries and;

A lack of access or needing more support
from services was one of the most
commonly reported themes throughout
the survey responses. Mentions of a lack
of access were also commonly found in
responses from groups. This highlights
that there is unmet need for those
experiencing mental health difficulties in
Suffolk.

3. Easy to access, including being
responsive in their communication
and not having complex referrals
or pathways. Of these three factors,
a desire for shorter waiting times
or negative comments about the
length of time which people have to
wait to access services was the most
commonly reported.
Professionals were asked what was being
done or what could be done to improve
waiting times for services. They reported
that waiting times could be decreased
through:
1.

People were most often positive about or
wanted more support in the community.
This includes talking therapies, support
in schools and from employers, voluntary
and community sector support and
professional support such as GPs,
link workers, care coordinators and
community psychiatric nurses. People
who responded in group engagement
events who mentioned a lack of support,
often desired professional or specialist
services to be available in the community.
Looking at the practicalities of accessing
services, people often expressed a desire
for services that are:
1.

Available without a substantial
waiting time;

2. Local or positioned within other
public services which they can
easily access, such as schools or GPs

Increased staff capacity within
services;

2. Improving referrals by making them
faster and improving knowledge
about referral criteria and;
3. More support or easier access to
support in the community including
in schools, from the voluntary and
community sector. This included
increased provision of talking and
psychological therapies and more
support to help people to self-care.
Service users, carers and professionals all
suggested that funding for services and
capacity of trained staff within secondary
services needed to be increased for them
to be able to provide improved access
and waiting times.
In relation to crisis care, people often
said that they had not received any
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support in a crisis or had to wait too
long for a response. People would like to
receive a faster response in a crisis which
they reported is not consistently being
provided. Types of community support
which suggested they would find useful
or wanted to be available in a crisis were
talking therapies such as psychologists
or counselling, phoneline support,
voluntary sector or charity support and
support groups. The most commonly
mentioned sources of NHS crisis support
were PICU or hospital and inpatient
support, GP’s and A&E. This suggests that
these are the NHS services which people
are currently most likely to access in a
crisis.

of referrals by secondary services rather
than GPs. When talking about the support
which GP surgeries themselves provide,
people often mentioned waiting times
for appointments or that they could not
access an appointment with their GP.
People also reported that they were not
being given enough time in appointments
to discuss or for GP’s to diagnose mental
health issues. Some mentioned that
they felt that GP’s relied too heavily
on medication instead of referring
counselling or other psychological
therapies to treat mental health issues.
Finally, a number of people said that
they wanted to be better listened to and
understood by their GP.

Many of the comments about GP’s
services were about people’s ability to
access further support or secondary
services through their GP. There were a
large number of people who reported a
negative experience of an unsuccessful
referral or suggested improvement in
referrals.

The desire to be listened to and
understood also featured as a key theme
in the questions about communication.
When talking about the quality of
communication with services people
suggested that:

These were largely directed towards a
need to improve access to and handling

Services need to be responsive, including
having a named contact, answering calls
and emails and responding to these
promptly;
1.

I would
like better
accesslisten
to
‘Stop
cutting
funding,
ment al health serv ices
to parents before the person
becaus e....
reaches crisis point’

That there needs to be more time
allowed for service users to be able
to communicate effectively with
professionals

2. That communication needs to be
tailored to service users’ particular
needs.
3. Professionals talked about the
need for good communication
and integration between mental
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health services, between services
and the community sector and
the need for a centralised system
of information sharing and patient
records.
In response to the questions about
discharge, people most commonly said
that they would like more continuing
support after discharge. Some people
mentioned experiences of being cut
off from services after discharge. Many
felt that they should have fast and easy
access back into services if they have
a problem or need more support and
follow up appointments or reviews.
The comments about self-care received
a mixed response. There were a large
number of suggestions about the types
of self-care which people found helpful.
Most people said that they used or
wanted ways to improve their symptoms
or better manage their mental health.
However, there were also a large number
of mentions of mindfulness and being
self-aware of their mental health and
how to manage this. Suggestions for ways
people could do this included taking time
for themselves or work-life balance and
recognising triggers for mental health
symptoms. Finally, a number also said
that they cared for their mental health
by looking after their physical wellbeing
like getting good sleep, diet and exercise.
Some people suggested that they would
like to be able to access support from
services if they have a need and not
rely solely on self-care to manage their
mental health. A minority of respondents,
most of whom were carers, said that selfcare was not appropriate to everyone’s

needs, particularly those who have more
complex needs or disabilities.
The types of digital support which
people most commonly mentioned
using or wanting more of to support their
mental health were apps, and the device
people most commonly mentioned
was their phone. People also commonly
mentioned using websites and social
media. Support groups, forums and chat
were mentioned less often. People used
digital technology most commonly for
information and signposting and to
connect with peers such as carers groups
or other people with similar mental
health needs. Some also mentioned
using digital technologies for self-help
resources. However, there was also a
minority of negative comments about
the use of digital support for mental
health and emotional wellbeing needs.
These included that social media or
websites can negatively impact people’s
mental health, that these types of support
are impersonal or that face to face
connection is required to support mental
health needs effectively and that these
services are not accessible to everyone,
for example if they cannot use or afford
technology or internet access.
People often said that they would like
information or found information useful
about:
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1.

Sources of support in the
community such as voluntary
and community sector support,
support groups and talking
therapy;

‘There needs to be more
involvement with the service user/
families/ carers etc. Medical model
works well when needed, but needs
to embrace the holistic approach,
realising that people are people and
not a diagnosis.’
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2.

Information about their condition,
how to self-help or manage their
condition;

3. How to access secondary services
and what services are available.
Similar themes were also found
within the group data.
However, the next most common theme
in response to the questions about the
provision of information in the county
was mentions of a lack of information or
useful information.
Respondents made it clear that focusing
mental health support in educational
settings is crucial to prevention and early
intervention of mental health difficulties
in children and young people. Many
parents and carers would like to see
schools being able to be adaptable and
flexible when supporting young people
who are experiencing mental health
problems.
Parents and carers expressed frustration
about their past experiences, such as
obtaining an Education, Health and
Care Plan (EHCP). Parents and carers
would like to be able to have regular
communication with the school and
its’ staff. However, this contrasts with
young people’s biggest priority when
seeking support - ‘Knowing that my
information will not be shared without
my permission’.

usually trained in mental health or how
to support young people who may have
mental health difficulties so suggested
that staff would benefit from receiving
training and guidance from qualified
mental health professionals.
The importance of trained staff is
supported by the 29% of young people
who told us they wish they could
approach teachers about their mental
health concerns, but don’t feel able to.
Children and young people are keen to
learn more about mental health at school,
with the majority saying they would like
to be taught about it in lesson time. Many
young people say it is the ‘fear of opening
up’ and ‘the embarrassment’ of talking
about their mental health which prevents
them from asking for help, so creating
space within lessons to talk about mental
health may help to remove that barrier.
Answers to the survey overall were often
detailed, complex and contained multiple
different themes. However, the themes
detailed above often remained present
throughout the varying sections of the
survey and group responses. This shows
that these are the cornerstone of what
people want from mental health services
and can be used to inform the ongoing
mental health transformation strategy.

Striking the balance between the young
persons’ confidentiality and parent
involvement is key. Respondents
mentioned that school staff are not
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Appendix
Appendix A –
Suffolk User Forum: Feedback about local workshops and events
Suffolk User Forum survey submission 1
This survey includes SUF feedback from 19th July 2018 Ezra Hewing Suffolk Needs
Met 23 people 14th September Matthew Morris People caring for People 26 people 19th
September 2018 Katie Mottram Crazywise & Emerging Proud10am-4pm 19 people
Feedback from 18th July 2018 Todd Sullivan & Phil Aves Collaborative Leadership
and the Lowestoft Collaboration Academy & Lowestoft Rising was with 48 people separate feedback survey completed in August re this event.
Q2 - What issues around mental health and emotional wellbeing do you feel strongly
about?
From the Matthew Morris SUF people helping people event-26 people
Universal feeling that services need to use different models for helping people.
Firstly - can we explore the opportunities offered by the Power Threat Meaning
Framework:
Summary
Core principles of the PTM Framework
The Power Threat Meaning Framework is a new perspective on why people
sometimes experience a whole range of forms of distress, confusion, fear, despair, and
troubled or troubling behaviour. It is an alternative to the more traditional models
based on psychiatric diagnosis. It applies not just to people who have been in contact
with the mental health or criminal justice systems, but to all of us.
The Framework summarises and integrates a great deal of evidence about the role
of various kinds of power in people’s lives; the kinds of threat that misuses of power
pose to us; and the ways we have learned as human beings to respond to threat.
In traditional mental health practice, these threat responses are sometimes called
‘symptoms’. The Framework also looks at how we make sense of these difficult
experiences, and how messages from wider society can increase our feelings of
shame, self-blame, isolation, fear and guilt.
The main aspects of the Framework are summarised in these questions, which can

apply to individuals, families or social groups:
1.

‘What has happened to you?’ (How is Power operating in your life?)

2. ‘How did it affect you?’ (What kind of Threats does this pose?)
3. ‘What sense did you make of it?’ (What is the Meaning of these situations and
experiences to you?)
4. What did you have to do to survive?’ (What kinds of Threat Response are you
using?)
In addition, the two questions below help us to think about what skills and resources
people might have, and how we might pull all these ideas and responses together into
a personal narrative or story:
1.

‘What are your strengths?’ (What access to Power resources do you have?)

2. What is your story?’ (How does all this fit together?)
Possible uses of the PTM Framework
The Power Threat Meaning Framework can be used as a way of helping people to
create more hopeful narratives or stories about their lives and the difficulties they
may have faced or are still facing, instead of seeing themselves as blameworthy, weak,
deficient or ‘mentally ill’. It highlights the links between wider social factors such
as poverty, discrimination and inequality, along with traumas such as abuse and
violence, and the resulting emotional distress or troubled behaviour. It also shows why
those of us who do not have an obvious history of trauma or adversity can still struggle
to find a sense of self-worth, meaning and identity.
The Framework describes the many different strategies people use, from automatic
bodily reactions to deliberately-chosen ways of coping with overwhelming emotions,
in order to survive and protect themselves and meet their core needs. It suggests a
wide range of ways that may help people to move forward. For some people this may
be therapy or other standard interventions including, if they help someone to cope,
psychiatric drugs. For others, the main needs will be for practical help and resources,
perhaps along with peer support, art, music, exercise, nutrition, community activism
and so on. Underpinning all this, the Framework offers a new perspective on distress
which takes us beyond the individual and shows that we are all part of a wider struggle
for a fairer society.
One of the most important aspects of the Framework is the attempt to outline
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common or typical patterns in the ways
people respond to the negative impacts
of power - in other words, patterns of
meaning-based responses to threat.
This part of the Framework, like all of
it, is still in a process of development.
However, the evidence summarised in
the Framework does suggest that there
are common ways in which people in a
particular culture are likely to respond
to certain kinds of threat such as being
excluded, rejected, trapped, coerced
or shamed. It may be useful to draw on
these patterns to help develop people’s
personal stories. These general patterns
can help to give people a message of
acceptance and validation. The patterns
can also assist us in designing services
that meet people’s real needs, as well as
suggesting ways of accessing support,
benefits and so on that are not dependent
on having a diagnosis.
In addition, the Framework offers a way
of thinking about culturally-specific
understandings of distress without seeing
them through a Western diagnostic
model. It encourages respect for the
many creative and non-medical ways of
supporting people around the world, and
the varied forms of narrative and healing
practices that are used across cultures.
Taking the PTM Framework further
It is important to note that Power Threat
Meaning is an over-arching framework
which is not intended to replace all the
ways we currently think about and
work with distress. Instead, the aim is
to support and strengthen the many
examples of good practice which already
exist, while also suggesting new ways
forward.

The Framework has wider implications
than therapeutic or clinical work. The
main document (link below) suggests
how it can offer constructive alternatives
in the areas of service design and
commissioning, professional training,
research, service user involvement
and public information. There are also
important implications for social policy
and the wider role of equality and social
justice. It is a work in progress, offered as
a resource for any individuals, groups or
organisations interested in developing it
further.
The project documents are free to read or
download here:
Main document www.bps.org.uk/PTMMain
Overview document www.bps.org.uk/
PTM-Overview
Appendix 1 of the Overview Document
is a possible ‘Guided discussion’ for
one to one work in services or for peer
support/self-help. Appendices 2-14 in the
Overview Document give examples of
good practice in various service and nonservice settings.
Second - can we explore the value of
Open Dialogue. 26 people plus 19 people
at Emerging proud event
It is used by other MH trusts including
NELFT.
Open Dialogue is a model of mental
health care which involves a consistent
family and social network approach
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Feedback from Suffolk Needs met -23
people

where all treatment is carried out via a
whole system/network meetings, which
always include the patient
All healthcare staff involved in Open
Dialogue are trained in family therapy
and related psychological skills. The
Open Dialogue approach, pioneered in
Finland, is a different approach to much
of mental health care in the UK, but it has
been discussed for several years with
interest by several NHS Trusts around the
country.

More opportunities for this course and
opportunity for self help in wellbeing.
Suffolk’s Needs Met is all about giving you
an understanding of what it means to be
emotionally healthy, why it is important
and how emotional health supports
physical health. Most of all, Suffolk’s
Needs Met is about us working together
to create emotionally healthy places to
enjoy living and working in.

Open Dialogue has been taken up in
also for employers and the need to
countries around the world, including
reduce stress at work...
much of the rest of Scandinavia, Germany
and several States in America.
Your Needs Met
Some of the results from international
non-randomised trials are striking.
For example, 72 per cent of those with
first episode psychosis treated via an
Open Dialogue approach returned to
work or study within two years, despite
significantly lower rates of medication
and hospitalisation compared to
treatment as usual.

Research has shown that organisations
that invest in creating a culture and
environment that is good for mental
health can provide a return on
investment of at least 6:1. But where do
you start?
Our introductory training will help you
understand your own wellbeing, and
that of people around you – whether at
work, home or in any other context. It will
inspire you with practical ideas about
making your workplace an environment
that enables people to get their emotional
needs met, leading to improved
performance and healthier people.

You can read more on the origins of
Open Dialogue, along with the work
we are doing within the UK, at www.
developingopendialogue.com
Also see reply to q12 about Emerging
proud.
Overwhelming view that we need a range
of different models, that are progressive,
empirical and peer led.

More than nine out of ten previous
delegates make plans to use the content
to help themselves or their workplaces
and one month later, nine out of ten say
they have implemented those plans.
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The Your Needs Met training will:
Undo misconceptions about mental health and raise awareness of our emotional
needs.
Address the causes of low morale and so help to improve staff engagement.
Begin to reduce the cost of sickness absence to businesses and make them a happier
place to work.
Q3
What would you like from mental health and emotional wellbeing services?
Please answer in the space below:
More opprortunities for different thinking - different models for self care and wellbeing.
Different approaches to helping those in extreme distress and crisis x68 people at 3
SUF events Suffolk needs met Open dialogue Power Threat Meaning Framework
Q4
How do you travel to reach mental health and emotional wellbeing services? (Select
all the options that apply)
Other (please specify):
Q5
If you travel to reach mental health and emotional wellbeing services, how easy is it to
travel?
Neither easy nor difficult
Q6
If you find travelling moderately or very difficult, what could help make this easier?
Other (please specify):
Q7
What does your GP practice do well in terms of meeting your mental health and
emotional wellbeing needs (e.g. sign-posting to other services or support groups)?
Please answer in the space below:
Q8
What could your GP practice do to better meet your mental health and emotional
wellbeing needs?
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Q9
What do the people who support you
with your mental health and emotional
wellbeing needs do well in terms of
communicating with you?
Please answer in the space below:

Q11
If you have experienced a mental health
or emotional wellbeing crisis, what
support worked well?
Please answer in the space below:
Q12
What could be done better?

Q10
What could they do to communicate
better?

Please answer in the space below:

Open dialogue approach
Power meaning threat model, which
includes a very different approach
It replaces ‘What is wrong with you?’ with
four key questions:
1.

‘What has happened to you?’ (How is
Power operating in your life?)

2. ‘How did it affect you?’ (What kind of
Threats does this pose?)
3.

‘What sense did you make of it?’
(What is the Meaning of these
situations and experiences to you?)

4. ‘What did you have to do to survive?’
(What kinds of Threat Response are
you using?)
Translated into practice with an
individual, family or group, two additional
questions need to be asked:
1.

‘What are your strengths?’ (What
access to Power resources do you
have?)

2. ...and to integrate all the above: ‘What is
your story?’

From the SUF Emerging proud event
on 19th September 2018 A service user
support group for spiritual emergence as
part of the Emerging Proud movement,
to be supported in crisis with volunteer
peer mentors, trained, led, managed,
supervised and co-ordinated with
organisational governance/management
through Suffolk User Forum (19 people
at the Emerging Proud SUF event on 19th
September)...see Emerging Proud extract
below:- Action already taken - SUF has
agreed to follow this feedback up with
attendees and is planning a further event
later this year with the Emerging Proud
founder Katie Mottram. We are already
looking at the training that would be
required to support people in crisis with
Volunteers, and 9 attendees have already
put their names forward to be considered
as volunteers...the and of this days event
included a call to action, where the views
that had been expressed during the
event were consolidated in the action
plan. other actions to be followed up •
Questions raised by attendees - How do
we educate the system in this concept?
Screenings / workshops for Clinicians etc:
We can look at SUF leading/facilitating
the hosting of community screenings for
service users attending peer groups and
for VASP/staff/other groups, how do we
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encourage NSFT to be involved in this. •
To identify safe community spaces for
emerging proud - SUf happy to work on
this • SUF to co arrange CRAZYWISE as
a follow - up screening event with Phil
Borges, Director. To invite: key people
identified by attendees on the day •
SUF to Contact the media / radio / local
press to do a feature on this again with
people who volunteered on the day.
Summary of emerging proud:- #Emerging
Proud is ultimately a campaign about
providing hope; that breaking down does
not mean we are broken; it means that
we can be amidst a difficult journey to
‘breakthrough’. In the same way that the
caterpillar completely dissolves before
emerging as a butterfly from its chrysalis,
the human ‘emergence’ process can look
exactly the same. #Emerging Proud aims
to add to the voices aiming to create a
society in which it feels safer to speak out
about our extreme experiences without
fear of being told there is something
wrong with us, or that we are “crazy”.
#Emerging Proud acknowledges, in
equal measure, both the extreme crisis
and positive transformation potential
contained in the ‘emergence’ process;
what we consider important, is to shift
the focus away from something being
‘wrong’, to the growth potential, deep
meaning and wisdom psychological
trauma can contain. #Emerging Proud
provides a platform to give those
people who feel they have not had a
voice, the chance to speak out and tell
the world how they found a way out
of their own darkness; a celebration of
the positive transformation potential of
these experiences, whilst at the same
time acknowledging how challenging
they can be, and what support is helpful

during the process. #Emerging Proud
features accounts of people telling their
personal transformation journey story,
to show that it is possible to go from
breakdown to breakthrough; what kinds
of things they experienced, and what
helped them to work their way out of the
chrysalis. Personal story- sharing is one
of the things people say is a helpful tool
in the recovery journey. The concept of
the campaign is built on that of the Pride
gay rights movement, because being gay
was considered a mental illness before
the public uprising in the late 60’s, when
the voices of those feeling oppressed
and discriminated against spoke out
to initiate change. Homosexuality is
no longer a category in the DSM as a
result. Voices create change; let’s not
stay silent. #Emerging Proud aims to
achieve the same ‘normalisation’, but
for mental distress and extreme human
experiences. International #Emerging
Proud day launched on Friday 12th
May 2017, aiming to expand the public
perception of ‘normal’ all over the
world. Normalising extreme human
experiences is fundamentally a Human
Rights issue. Article 9 of the Human
Rights Act states a right to Freedom of
thought, belief and Religion. And yet
certain beliefs are still being pathologised
as mental illness. The inclusion in the
DSM-IV (1994; Diagnostic and statistical
manual) of a diagnostic category called
“Religious or Spiritual Problem” was
heralded as a significant breakthrough. It
was intended as an acknowledgment of
distressing spiritual experiences as nonpathological problems. But they continue
to be pathologised and are little spoken
about within the psychiatric world due
to fear and misunderstanding. It’s time
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that changed. Millions of people around the world are waking up to an expanded
level of consciousness and thus experiencing spiritual phenomena. For many of
these people the journey of awakening is a turbulent roller-coaster ride into the abyss
of a misunderstood Universe, and as such, it can also be a fast admission ticket into
the world of psychiatry. If the world is to evolve, our Western cultural perception
of spiritual phenomena has to evolve too. As we know the current portrayal of
spiritual experiences, not just in psychiatry, but also in mainstream media, can be so
destructive, and by increasing understanding and thus reducing fear, more people
should be able to journey through their awakening process with a reduced level of
crisis; this is about assisting a spiritual ‘emergence’ as opposed to an ‘emergency’.
The campaign includes photographs, video blogs of personal stories and interviews
featuring people all around the world #emergingproud and talking openly about their
own transformation experiences, many of whom were labelled as mentally ill.
Q13
If you have experienced a mental health or emotional wellbeing crisis, did you receive
support in a timely way?
Yes
Q14
If you did not receive support in a timely way, how long did it take to receive support,
and what could have been done better?
Please answer in the space below:
see 12
Q15
If you have been discharged from mental health or emotional wellbeing services,
what support worked well?
Please answer in the space below:
Q16
What could be improved?
Please answer in the space below:
see 12 Good discharge planning - with clear support identified post discharge and
follow up. These aspects are integral to good Care Planning (CPA) and to all the new
models as discussed and as proposed at the 3 SUF events - 68 people
Q17
What does good self-care for mental health and emotional wellbeing mean to you?
From Suffolk needs Met - the opportunity to be enabled to meet all my human
needs, to be able to work through when there are gaps and to be supported to look
at opportunities to meet those needs that are unmet within my local community. 26
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people
Peer support - 42 people through a trusted organisation such as SUF
Q18
What support (information, etc.) would you like to receive from healthcare
professionals in order to self-care for your mental health and emotional wellbeing
needs better?
good signposting, information about the different opportunities for self help - Suffolk
needs met event 26 people
Q19
What information about mental health and emotional wellbeing do you find useful?
Q20
What would you like to know more about?
The range of services and support available so I can choose what is right for me, 3 SUF
events
Q21
What does your community do to support you with your mental health and
emotional wellbeing needs?
.covered
Q22
What more could your community do?
see 12
Q23
How can digital technologies such as websites, apps, gadgets, etc. help your mental
health and emotional wellbeing?
Please answer in the space below:
The stay alive app is a must (to be launched by SUF 22 people, form events)
Q24
If you currently use any digital technologies to care for your mental health and
emotional wellbeing, what types of digital technology do you use, and what do you
use them for?
Please answer in the space below:
Q25
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If you are at school, college or university, what does your school / college / university
do well to support you with your mental health and emotional wellbeing?
Please answer in the space below:
Q26
What can your school / college / university do to better support you?
Please answer in the space below:
More awareness of peer support - wider promotion of Emerging Proud (19 people)
Q27
If you have experienced a transition from Children and Young People's Mental Health
services to Adult Mental Health services, what has worked well?
Please answer in the space below:
Q28
What would improve the transition?
Please answer in the space below:
Q29
If you are a parent or guardian, what support are you receiving to look after the mental
health and emotional wellbeing of your child / children?
Please answer in the space below:
Q30
What could be done to better support you?
Please answer in the space below:
Q31
If you are a parent or guardian, what support are you receiving to look after your own
mental health and emotional wellbeing?
Please answer in the space below:
Q32
What could be done to better support you?
Please answer in the space below:
Q33
Please select your age.
Respondent skipped this question
Q34
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Please select your gender.
Respondent skipped this question
Q35
Please select your ethnicity. Choose one option that best describes your ethnic group
or background.
Respondent skipped this question
Q36
Please select your sexual orientation.
Respondent skipped this question
Q37
Please select your religion.
Respondent skipped this question
Q38
Are your day-to-day activities limited because of a health problem or disability which
has lasted, or is expected to last, at least 12 months?
Respondent skipped this question
Q39
If you answered 'Yes' to the previous question, please indicate your disability. (Select
all the options that apply)
Respondent skipped this question
Q40
Please provide the first four letters of your postcode.
Events took place across Suffolk, so no specific postcodes
Suffolk User Forum survey submission 2
SUF feedback from 3 events - 68 people, focus on care planning
Q2
What issues around mental health and emotional wellbeing do you feel strongly
about?
Care Planning and discharge 68 people
The approach to individuals’ care and support puts them at the centre and promotes
social inclusion and recovery. It is respectful – building confidence in individuals with
an understanding of their strengths, goals and aspirations as well as their needs and
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difficulties. It recognises the individual
as a person first and patient/service user
second.
Care assessment and planning views
a person ‘in the round’ seeing and
supporting them in their individual
diverse roles and the needs they have,
including: family; parenting; relationships;
housing; employment; leisure; education;
creativity; spirituality; self-management
and self-nurture; with the aim of
optimising mental and physical health
and well-being. Self-care is promoted and
supported wherever possible.
Action is taken to encourage
independence and self determination to
help people maintain control over their
own support and care.

one of the most important determinants
of success. Care planning is underpinned
by long-term engagement, requiring trust,
team work and commitment. It is the
daily work of mental health services and
supporting partner agencies, not just the
planned occasions where people meet
for reviews.
The challenges facing the NHS are well
understood. There are growing numbers
of older people and people living with
long-term conditions and disabilities.
At the same time, health and social care
budgets are under increasing pressure. If
we are to provide high quality care that
affords people the best possible quality
of life, we need to rethink the relationship
between people and the services that
provide their care.

Carers form a vital part of the support
required to aid a person’s recovery. Their
own needs should also be recognised and
supported.

In person-centred care,

Services should be organised and
delivered in ways that promote and
co-ordinate helpful and purposeful
mental health practice based on
fulfilling therapeutic relationships
and partnerships between the people
involved.

•

•

•
•

These relationships involve shared
listening, communicating, understanding,
clarification, and organisation of diverse
opinion to deliver valued, appropriate,
equitable and co-ordinated care.
The quality of the relationship between
service user and the care co-ordinator is

•

Health and social care professionals
work collaboratively with people who
use services.
People are supported to develop the
knowledge, skills and confidence they
need to more effectively manage and
make informed decisions about their
own health and social care.
Care is coordinated and tailored to the
needs of the individual.
People are always treated with dignity,
compassion and respect.
Health care professionals are
culturally capable of understanding
the range of values, beliefs and
lifestyle that individual and
communities enjoy.

This might seem a common-sense vision
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for any form of health care, but it is not
standard practice.

•

Often, health care:
•
•
•

Does ‘to’ or ‘for’ people rather than
‘with’ them,
Finds it difficult to include people in
decisions,
And views people’s goals only in
terms of particular clinical outcomes.

It is a relationship in which professionals,
service users and carers (triangle of care)
work together to: understand:
•
•

the Health Foundation has identified a
framework that comprises four principles
of person-centred care:
•
•
•
•

Affording people dignity, compassion
and respect.
Offering coordinated care, support or
treatment.
Offering personalised care, support or
treatment.
Supporting people to recognise and
develop their own strengths and
abilities to enable them to live an
independent and fulfilling life

•

•
•

•

fail to offer people dignity, compassion
or respect?
be poorly coordinated?
treat patients as a set of diagnoses
or symptoms, without taking into
account their wider emotional, social
and practical needs or those of their
carers?
maintain dependency, so that patients
fail to recognise and develop their
own strengths and abilities and live an
independent and fulfilling life?

what is important to the person
make decisions about their care and
treatment
identify and achieve their goals.

With Person centred care the emphasis
is on a holistic approach, that takes into
account the whole person not a narrow
focus on their condition or symptoms but
also on:
•
•
•
•

If we do disagree are we saying it is
acceptable for health care to:
•

To allow certain groups of people to
experience poorer health outcomes
and experience because of their
background or identity?

their preferences,
their well being
and wider social and cultural
background
any potential inequalities and
discrimination faced by society that is
highly likely to have impacted on their
wellbeing but not often explored.

Apart from any moral duty of care we
have the: The Health and Social Care
Act 2012 imposes a legal duty for NHS
England and clinical commissioning
groups (CCGs) to involve patients in their
care.
As regards collaborative planning of
care “The charity National Voices” has
developed an interactive guide to four
stages of the approach:
•
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preparing for a discussion			

•
•
•

having the discussion (with the care and support partner)
writing down the main points from the discussion
review/evaluate

Q3
What would you like from mental health and emotional wellbeing services?
Please answer in the space below:
Good Care planning and CPA 68 people
Q4
How do you travel to reach mental health and emotional wellbeing services? (Select
all the options that apply)
Other (please specify):
Q5
If you travel to reach mental health and emotional wellbeing services, how easy is it to
travel?
Neither easy nor difficult
Q6
If you find travelling moderately or very difficult, what could help make this easier?
Other (please specify):
Q7
What does your GP practice do well in terms of meeting your mental health and
emotional wellbeing needs (e.g. sign-posting to other services or support groups)?
Please answer in the space below:
having an active role in care planinng, especially with secondary services to support
transitions into/out of secondary care - 68 people
Q8
What could your GP practice do to better meet your mental health and emotional
wellbeing needs?
as above
Q9
What do the people who support you with your mental health and emotional
wellbeing needs do well in terms of communicating with you?
Please answer in the space below:
Good Care planning and CPA 68 people
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Q10
What could they do to communicate better?
Good Care planning and CPA 68 people
Q11
If you have experienced a mental health or emotional wellbeing crisis, what support
worked well?
Please answer in the space below:
Q12
What could be done better?
Respondent skipped this question
Q13
If you have experienced a mental health or emotional wellbeing crisis, did you receive
support in a timely way?
No
Q14
If you did not receive support in a timely way, how long did it take to receive support,
and what could have been done better?
Please answer in the space below:
Q15
If you have been discharged from mental health or emotional wellbeing services,
what support worked well?
Please answer in the space below:
Q16
What could be improved?
Please answer in the space below:
Good Care planning and CPA 68 people, see q 2 answer
Q17
What does good self-care for mental health and emotional wellbeing mean to you?
Q18
What support (information, etc.) would you like to receive from healthcare
professionals in order to self-care for your mental health and emotional wellbeing
needs better?
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Q19
What information about mental health and emotional wellbeing do you find useful?
Q20
What would you like to know more about?
Q21
What does your community do to support you with your mental health and
emotional wellbeing needs?
Q22
What more could your community do?
Q23
How can digital technologies such as websites, apps, gadgets, etc. help your mental
health and emotional wellbeing?
Please answer in the space below:
Q24
If you currently use any digital technologies to care for your mental health and
emotional wellbeing, what types of digital technology do you use, and what do you
use them for?
Please answer in the space below:
Q25
If you are at school, college or university, what does your school / college / university
do well to support you with your mental health and emotional wellbeing?
Please answer in the space below:
Q26
What can your school / college / university do to better support you?
Please answer in the space below:
Q27
If you have experienced a transition from Children and Young People's Mental Health
services to Adult Mental Health services, what has worked well?
Please answer in the space below:
Q28
What would improve the transition?
Please answer in the space below:
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Q29
If you are a parent or guardian, what support are you receiving to look after the mental
health and emotional wellbeing of your child / children?
Please answer in the space below:
Q30
What could be done to better support you?
Please answer in the space below:
Q31
If you are a parent or guardian, what support are you receiving to look after your own
mental health and emotional wellbeing?
Please answer in the space below:
Q32
What could be done to better support you?
Please answer in the space below:
Q33
Please select your age.
Respondent skipped this question
Q34
Please select your gender.
Respondent skipped this question
Q35
Please select your ethnicity. Choose one option that best describes your ethnic group
or background.
Respondent skipped this question
Q36
Please select your sexual orientation.
Respondent skipped this question
Q37
Please select your religion.
Respondent skipped this question
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Q38
Are your day-to-day activities limited because of a health problem or disability which
has lasted, or is expected to last, at least 12 months?
Respondent skipped this question
Q39
If you answered 'Yes' to the previous question, please indicate your disability. (Select
all the options that apply)
Respondent skipped this question
Q40
Please provide the first four letters of your postcode.
Respondent skipped this question
Suffolk User Forum
Stepping Forward Workshop Summary (12th September 2018)
Person Centred Care and the Care Programme Approach (CPA)
Prior to attending the above workshop, we would like you to read and reflect on the
following statement of values and principles.
Statement of Values and Principles of the Care Programme Approach (CPA)
The approach to individuals’ care and support puts them at the centre and promotes
social inclusion and recovery. It is respectful – building confidence in individuals
with an understanding of their strengths, goals and aspirations as well as their needs
and difficulties. It recognises the individual as a person first and patient/service user
second.
Care assessment and planning views a person ‘in the round’ seeing and supporting
them in their individual diverse roles and the needs they have, including: family;
parenting; relationships; housing; employment; leisure; education; creativity;
spirituality; self-management and self-nurture; with the aim of optimising mental
and physical health and well-being. Self-care is promoted and supported wherever
possible.
Action is taken to encourage independence and self determination to help people
maintain control over their own support and care.
Carers form a vital part of the support required to aid a person’s recovery. Their own
needs should also be recognised and supported.
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Services should be organised and delivered in ways that promote and co-ordinate
helpful and purposeful mental health practice based on fulfilling therapeutic
relationships and partnerships between the people involved.
These relationships involve shared listening, communicating, understanding,
clarification, and organisation of diverse opinion to deliver valued, appropriate,
equitable and co-ordinated care.
The quality of the relationship between service user and the care co-ordinator is
one of the most important determinants of success. Care planning is underpinned
by long-term engagement, requiring trust, team work and commitment. It is the daily
work of mental health services and supporting partner agencies, not just the planned
occasions where people meet for reviews.
Re-Focusing the Care Plan Approach Department of Health (19 Mar 2008).
Web link;
http://webarchive.nationalarchives.gov.uk/20130124042407/http://www.dh.gov.
uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/
dh_083649.pdf
Extract - Table 1 Statement of Values and Principles
The approach to individuals’ care and support puts them at the centre and
promotes social inclusion and recovery. It is respectful – building confidence in
individuals with an understanding of their strengths, goals and aspirations as well
as their needs and difficulties.
It recognises the individual as a person first and patient/service user second. Care
assessment and planning views a person ‘in the round’ seeing and supporting
them in their individual diverse roles and the needs they have, including: family;
parenting; relationships; housing; employment; leisure; education; creativity;
spirituality; self-management and self-nurture; with the aim of optimising mental
and physical health and well-being.
Self-care is promoted and supported wherever possible. Action is taken to
encourage independence and self determination to help people maintain control
over their own support and care. Carers form a vital part of the support required to
aid a person’s recovery. Their own needs should also be recognised and supported.
Services should be organised and delivered in ways that promote and co-ordinate
helpful and purposeful mental health practice based on fulfilling therapeutic
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relationships and partnerships between the people involved. These relationships
involve shared listening, communicating, understanding, clarification, and
organisation of diverse opinion to deliver valued, appropriate, equitable and coordinated care.
The quality of the relationship between service user and the care co-ordinator is
one of the most important determinants of success. Care planning is underpinned
by long-term engagement, requiring trust, team work and commitment. It is the
daily work of mental health services and supporting partner agencies, not just the
planned occasions where people meet for reviews.
Question:
Please let us know if you feel that any of the CPA values/principles of care are
unnecessary, wrong or incomplete?
Person Centred Care and the Care Plan Approach
The challenges facing the NHS are well understood. There are growing numbers of
older people and people living with long-term conditions and disabilities. At the same
time, health and social care budgets are under increasing pressure. If we are to provide
high quality care that affords people the best possible quality of life, we need to rethink
the relationship between people and the services that provide their care.
In person-centred care,
Health and social care professionals work collaboratively with people who use
services.
•
•
•
•

People are supported to develop the knowledge, skills and confidence they need
to more effectively manage and make informed decisions about their own health
and social care.
Care is coordinated and tailored to the needs of the individual.
People are always treated with dignity, compassion and respect.
Health care professionals are culturally capable of understanding the range of
values, beliefs and lifestyle that individual and communities enjoy.

This might seem a common-sense vision for any form of health care, but it is not
standard practice.
Often, health care:
•
•

Does ‘to’ or ‘for’ people rather than ‘with’ them,
Finds it difficult to include people in decisions,
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•

And views people’s goals only in terms of particular clinical outcomes.

Introduction from: Person-centred care made simple (published by the Health
Foundation)
Instead of offering a concise but inevitably limited definition, the Health Foundation
has identified a framework that comprises four principles of person-centred care:
•
•
•
•

Affording people dignity, compassion and respect.
Offering coordinated care, support or treatment.
Offering personalised care, support or treatment.
Supporting people to recognise and develop their own strengths and abilities to
enable them to live an independent and fulfilling life

If we do disagree are we saying it is acceptable for health care to:
•
•
•
•
•

fail to offer people dignity, compassion or respect?
be poorly coordinated?
treat patients as a set of diagnoses or symptoms, without taking into account their
wider emotional, social and practical needs or those of their carers?
maintain dependency, so that patients fail to recognise and develop their own
strengths and abilities and live an independent and fulfilling life?
To allow certain groups of people to experience poorer health outcomes and
experience because of their background or identity?

It is a relationship in which professionals, service users and carers (triangle of care)
work together to: understand:
•
•
•

what is important to the person
make decisions about their care and treatment
identify and achieve their goals.

With Person centred care the emphasis is on a holistic approach, that takes into
account the whole person not a narrow focus on their condition or symptoms but also
on:
•
•
•
•

their preferences,
their well being
and wider social and cultural background
any potential inequalities and discrimination faced by society that is highly likely
to have impacted on their wellbeing but not often explored.
Apart from any moral duty of care we have the: The Health and Social Care Act 2012
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imposes a legal duty for NHS England and clinical commissioning groups (CCGs) to
involve patients in their care.
As regards collaborative planning of care “The charity National Voices” has developed
an interactive guide to four stages of the approach:
•
•
•
•

preparing for a discussion				
having the discussion (with the care and support partner)
writing down the main points from the discussion
review/evaluate

House of Care (Re-structuring the organisation).
A model that draws on international evidence and best practice to show that effective
care planning relies on four key elements in the local health care system:
•
•
•
•

Patients feeling engaged in decisions about treatment and care and able to act on
these decisions.
Professionals being committed to working in partnership with patients.
Systems being in place to organise resources effectively.
Having a whole-system approach to commissioning health and care services.

House of Care Model: (source/reference) - https://www.england.nhs.uk/ourwork/ltc-opeolc/ltc-eolc/house-of-care/
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The House of Care illustrates the importance and interdependence of each element: if
one element is weak or missing, the structure is not fit for purpose.
The model can act as:
•
•
•

a checklist – highlighting what needs to be in place
a metaphor – emphasising that care and support planning is complex and that all
the components need to be in place to make it a success
a flexible framework – guiding each local community to build a 'stable house'
designed round the needs of local people.

There is evidence about cost savings and reductions in service use related to personcentred care activities.
For example:
•
•
•
•
•
•
•

when people are better informed they may choose different treatments – often
those that are less invasive and less expensive
people who are supported to manage their own care more effectively are less likely
to use emergency hospital services
people who take part in shared decision making are more likely to continue with
an agreed treatment plan
Health inequalities cost the NHS around 60 billion pound every year.
People are more likely to stick to their treatment plan and to take their medicines
correctly which is cost effective.
Person-centred care can also help address the health care demands of the huge
growth in long-term conditions (of which can be ameliorated through lifestyle
changes).
Person centred care is about providing the care and treatment that the patient
needs and not that we think they need.

In mental health that means addressing the secondary (for example: social, family,
employment) issues that may be instrumental in prolonging the need for services.
It also means offering choices to people who often have reduced opportunity (e.g.
Detained patients)
These, by their very nature, can be effective only if they focus on the things that matter
to people. By enabling patients to make choices about what they want, person-centred
care helps create better value for money, ensuring that what we do spend goes
towards those things that patients’ value most themselves.
Barriers to providing person centred care
There are many factors, at all levels of the health system that can act as barriers or
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enablers to developing and embedding person-centred care in mainstream health
care.
•
•
•
•
•
•
•
•
•

Barriers at a national level
Health service organisational processes and systems
IT systems
Individual values
Organisational culture
Whether teams and individuals feel motivated and able to work in a personcentred way.
Support and buy-in from senior leaders, acting as champions for change can have
a powerful effect.
Encouraging and empowering staff to change services locally, rather than
imposing solutions, and bringing together a core team to drive change can also
really help.
In addition, individuals’ personal characteristics can affect the extent to which
they want or are able to engage in their health and care. These characteristics
include:
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Key areas
1.

2

3

4

5

Our feedback thoughts and ideas
Self care

Taught well being practices such as yoga, thai chi &
meditation from an early age. Parental skills taught
in schools to both parents and young people. This
prevents parents using language that makes the
child feel bullied, shamed, insulted powerless and
disrespected. Mental health awareness (mha) taught
during teacher training and in schools. Mental
‘wealth’ awareness taught from early age. More
school counsellors in place.
Universal health Workplace mha early warning signs. Employers
prevention and taking more responsibility for their employees
emotional well- welfare and positively empowering them. Site
being
specific targeted information as men are more likely
to find information in petrol stations, pubs, golf clubs,
gyms etc. The mens forum although in agreement
with the concept of a mental health bus felt a ‘coffee
van’ approach would work better for men.
Every service user has a ‘mental health filofax’ (see
Access to
previous discussions. At health centres and gp
community
based emotional surgeries an embedded mental health specialist
in the same way as there are diabetic nurses. Also
wellbeing and
specialist therapists could be based at them on
mental health
interventions
a regular basis ie a childhood sexual abuse (csa)
therapist or drug and alcohol therapist could visit
surgeries on particular regular dates as ten minute
appointments are not enough for people to feel
listened to and well advised.
Acute mental
Night time access to a mental health ‘accident &
health and
emergency’ service also a dedicated ‘222’ mental
specialist mental health line manned by both trained and lived
health care.
experience staff.
Any other
Support for family and relatives via ‘222’ service
comments
and ‘mental health bus/coffee van’ to help them
to understand and support the person in crisis
and how best to navigate what is currently a very
complex system.

Key areas
1.

2.

3.

4.

5.

Our feedback thoughts and ideas
Self care

As per other feedback but to include: compulsory
nursery school. Skills training for parents during this
time to include nutritional advice and homemaking
skills and promotion of herbalism and natural cures
to save money on doctors times and nhs resources.
Groups to address the needs of elder women for
example groups on managing the menopause.
Universal health As per other feedback but to include: annual health
checks and screening especially if there is genetic
prevention
and emotional
links i.e. Father died of prostate cancer, grandmother
wellbeing
had breast cancer, mother has dementia. More
affordable health insurance and greater/more
patient led choice with treatment plans. Larger
employers to provide subsidised health plans.
As per other feedback but to include: training for all
Access to
healthcare providers on how to recognise the effects
community
based emotional of trauma in individuals. Childhood sexual abuse
wellbeing and
to flag up on integrated nhs computer systems
mental health
so patients do not have to keep repeating their
story and staff are alerted to how this could affect
interventions
treatment plans. Widespread acknowledgement
and understanding that traumatized patients may
need a friend or family member supporting them
throughout all stages of treatments from initial
appointments to being able to be present right up
to point of access to theatre and available in the
recovery room. Booklets in gp’s surgeries about signs
and symptoms of childhood sexual abuse. Also
psychiatrists/doctors explaining their diagnosis
and what this means for the patient rather than the
patient needing to find information on the internet.
More funding for specialised but small grass roots
charities.
Acute mental
As per other feedback sheets.
health and
specialist mental
health care.
Any other
People needing to access mental health could be
comments
issued with a pin number that gives them access to
social media platform with tips an info that could
also act as a mechanism for a buddy system.
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