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REPORT SUMMARY

Background

This is the third report from the National Clinical
Audit of Anxiety and Depression. The first report
highlighted that most people who are admitted
to hospital for anxiety and depression are not
referred for psychological therapy.

The second report found that most adults

who receive psychological therapy rated their
therapist highly and felt helped by the treatment
they received, but access was poor, there was
often a lack of choice and outcome measures
were not routinely being used.

This report provides further insight into the
experiences and perspectives of adults using
psychological therapy services.
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What we did

We examined written comments from 447 people
who took part in a survey of their experience

of secondary care psychological therapy services
in England. We generated ‘themes’ from these
and asked members of our Service User and
Carer Reference Group to provide feedback.

We then used this feedback to make
recommendations for people delivering
psychological therapy services and for those
conducting future audits.

See page 12 for further details of what we did
and page 39 for the methodological limitations,
which include potential inconsistencies in
sampling between services.

What we found

Service users told us how hard it was

to access therapy and asked for more
information about the type of treatment
being offered and how it could help them.
They emphasised the importance of the
personal attributes of the therapist and how
important the physical environment was
where their therapy was delivered.

While many people had positive experiences
of therapy, others had negative experiences.
Many reported having little choice or sense
of involvement or control of their therapy.
Service users described insufficient attention
to what happened to them after therapy
finished and to how they could seek help in
the future if they needed it.

See pages 15-34 for further details of what
we found and right, for our main
recommendations for future service provision.
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RECOMMENDATIONS FOR SERVICES

Recommendations to improve future secondary care service provision:

Steps should be taken by NHS managers to improve
access to psychological therapy services, by:

» reducing waiting times
- offering greater flexibility with appointment times

* making sure the venue is readily accessible.

Psychological therapy services and clinicians should
provide better information before, during and after therapy.

This should include information about likely waiting times,
managing difficulties that might arise during therapy,
discharge planning and how to access support in the future.

Clinicians should work collaboratively with service users
and support shared decision-making.

This should include the type of therapy that service users
are offered and the likely number, frequency and times of
their appointments.

Psychological therapy services should place a greater
emphasis on monitoring the outcomes of therapy, including
both positive and negative experiences.
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THE PURPOSE OF THIS REPORT

This report presents an in-depth qualitative
analysis of the service user survey feedback
collected as part of the National Clinical Audit of
Anxiety and Depression (NCAAD) of Psychological
Therapies that ran in England between 2018
and 2019. Service users’' responses to the free
text query at the end of the survey, ‘Do you

have any other comments about your therapy?,
were analysed. These answers and the resulting
analysis provide additional insight into what
matters to service users. We have used this
feedback to develop recommendations for future
audits of psychological therapy services.

This report is co-produced with input from service
users and carers, clinical advisors, the NCAAD
team and the McPin Foundation, an independent
mental health research charity. It is designed to be
accessible to anybody interested in mental health
services and the provision of psychological therapy.

The main findings of the qualitative analysis are
presented along with recommendations, jointly
developed by the NCAAD team, service users
and carers, and a steering group.

Jargon buster

McPin Foundation

They believe mental health research is
done best when it involves people with
relevant personal experience that relates
to the research being carried out - in this
case, people who have had psychological

therapy or cared for those who have.

Qualitative data

These are data that come in the form of
words as opposed to numbers (known
as quantitative data). It could be free-
text responses to questions in surveys,
as is the case here, or it could be a
transcript of what was said in a research
interview or focus group.
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HOW WERE SERVICE USERS AND
CARERS INVOLVED IN THE AUDIT?

People with personal experience of accessing
care for anxiety and depression have been
involved from the start of the audit. A Service
User and Carer Reference Group contributed
to decisions about what data should be
collected and helped develop tools to measure
service performance.

Once the analysis of the qualitative data from
the audit had been conducted, the Service
User and Carer Reference Group was invited to
discuss the results and offer thoughts on how
the findings related to their own experiences.
The audit team drafted recommendations
based on this initial Service User and Carer
Reference Group meeting, and these were
further refined in an e-consultation sent to both
the Service User and Carer Reference Group
and the Steering Group.

These recommendations are detailed
throughout the report and a full list can be
found in the online appendices.
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Jargon buster

Service user

For the purposes of clarity, we have
used the term ‘service user’ to describe
people who use services to receive
support for their own anxiety and/

or depression. We acknowledge that
people may have their own preferences
or terms they identify with.

Carer

For the purposes of clarity, this
describes family members, friends

and other people who support or

care for a loved one with anxiety and/
or depression. We acknowledge that
people may have their own preferences
or terms they identify with.
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INTRODUCTION

Jargon buster

Royal College of Psychiatrists
(RCPsych)

A professional body that is responsible
for setting and improving standards

in psychiatry. They manage a
programme of National Clinical Audits,
which are commissioned by a body
called HQIP on behalf of NHS England.

Healthcare Quality Improvement
Partnership (HQIP)

An independent organisation that

aims to improve health outcomes by
enabling those who commission, deliver
and receive healthcare to measure and
improve healthcare services.

The British Psychological Society (BPS)
The representative body for psychology
and psychologists in the UK. It is

made up of members from all walks

of life whose primary interestis in

the development and application of
psychology for the greater public

good. The society is responsible for the
promotion of excellence and ethical
practice in the science, education, and
practical applications of psychology.

NHS England

NHS England leads the National
Health Service in England and
supports the NHS to deliver improved
care for patients.

The aim of the National Clinical Audit of Anxiety
and Depression (NCAAD) is to find out how
inpatient and secondary care community
services for adults with anxiety and depression
are performing, so that the quality of care

they offer can be improved. The NCAAD three-
year programme began in 2017 and is led by
RCPsych. It is commissioned by HQIP on behalf
of NHS England.

A core audit ran between 2017 and 2018 and
assessed whether inpatient services for people
with anxiety and depression in England were
meeting 13 standards. The standards provide a
framework of best practice - they give service
users and carers an idea of the sort of care they
should expect from a service and tell service
providers what they need to do to provide high
quality care.

The focus then turned to psychological
therapies for anxiety and depression and a
'spotlight” audit was carried out between 2018
and 2019. This looked at the performance of
secondary care psychological therapy services
in England across 8 standards, and was carried
out in partnership with the BPS. This audit,

the Spotlight Audit of Psychological Therapies,
consisted of analysing case note data from
service users, survey data from therapists
working in secondary care services, and
survey data from service users who had been
discharged from these services. A report of the
findings is available here.

This report is solely concerned with the
qualitative responses to the query, ‘Do you have
any other comments about your therapy?’, in
the service user survey, received as part of the
Spotlight audit. The quantitative data gathered
in the core audit and the Spotlight tell us what
happened, but they do not convey what the
experience was like for the service user.
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Taken together, the quantitative and qualitative
data offer a richer insight into how services

are doing and how this is experienced by service
users than either does alone.

The hope is that this report will provide a better
understanding of the experience of service users,
identifying issues that matter to them but are
not covered in previous reports, and reinforcing
the importance of certain standards services
are currently measured against. It is also hoped
that the findings will enable services to better
understand the experience of service users.

In conclusion, this report outlines what service
users think and feel about the therapy they have
received, and makes recommendations in order to
help Trusts to improve the services they provide
and also shape and improve future audits.

“Reading the analysis, I felt
that there were 447 service users in
the room with me.”

“I recognise every single point
here. It is genuine... It could have
been me writing.”

Service User and Carer Reference
Group members

Psychological therapies

There is strong evidence that psychological
therapies are effective for a wide range of
mental health problems, including anxiety
and depression. Some types of psychological
therapy are recommended by NICE.

Cognitive behavioural therapy (CBT) is
recommended for all anxiety disorders and a
wider range of therapies are recommended
for depression, including interpersonal
therapy, CBT, counselling, behavioural couples’
therapy, behavioural activation and short-term
psychodynamic therapy.

What are the experiences and perspectives of adults who are accessing secondary care psychological therapy for anxiety or depression? 9

Jargon buster

The National Institute of

Health and Care Excellence (NICE)
This is a body that provides national
guidance and advice to improve health
and social care.

Improving Access to Psychological
Therapies (IAPT)

This is an NHSE programme which
began in 2008. It provides NICE-
recommended psychological therapies
for adults with anxiety and depression.
It is usually suitable for people whose
needs can be managed safely and
effectively in primary care services.
IAPT services were not included in this
audit, which only looks at services in
secondary care.

Case notes

A written record of a service user's
history, and which care providers
update with the individual’s care
plan and any drug or psychological
treatments prescribed.




Despite how common they are, anxiety and
depression frequently go unrecognised and
people can also have difficulty accessing
psychological therapy services, which means
that many adults who might benefit from
treatment do not receive it.

The IAPT programme was initially developed
in 2008 to improve access to evidence-based
psychological therapies in the NHS. Most
adults who ask for support with anxiety or

depression will be seen in an IAPT service, which

is closely linked to primary care. However, this
provision is not suitable for everyone.

Some people have more complex and

severe difficulties that require help from
secondary care mental health services, such
as community mental health teams, crisis

and home treatment teams, secondary care
psychology/psychotherapy services, specialist
services, and inpatient services.

Jargon buster

Primary care

Services that provide the first point of
contact for healthcare. This will include
general practice, community pharmacy,
dental and optometry services.

Secondary care

Services where people are usually
referred to when they have a health
problem that cannot be managed in
primary care. Secondary care healthcare
is delivered by health professionals with
specialist knowledge.

NHS Trust

For the purposes of this report, this
is a body that provides secondary
care health services.

For more information on the development of
the audit, please see page 8 of the Spotlight
Audit of Psychological Therapies report.

?

Inpatient mental health services

A facility with hospital beds that provides
24-hour care for people experiencing
severe mental illness. These units provide
a range of treatment options that aim

to help improve the mental wellbeing of
patients, with a consultant psychiatrist
or other professional acting as the
responsible clinician. Inpatient mental
health services also care for people
detained under the Mental Health Act.

Community mental health services
Services within secondary care that use
diverse teams of mental health professionals
to provide specialist care outside of a
hospital environment. Community services
include crisis teams, early intervention
teams and assertive outreach teams as
well as generic community teams.
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THE AUDIT

A total of 50 out of 54 NHS Mental Health Trusts in England registered to take part in the Spotlight

Audit of Psychological Therapies. Trusts registered 232 services that provide psychological therapies in
secondary care, including both inpatient and community services.

What happened in the audit?
Step 1.

Trusts sent surveys to 30

randomly chosen eligible service
users from each service

»

Surveys were returned to the RCPsych

662 surveys were received, with 447 comments

B responding to the final query. S e 0 l 0 L

Do you have any
other comments about
your therapy?

People were eligible to
complete a survey if:

A thematic analysis of survey
comments was conducted to identify
recurring patterns or ‘themes’

\/ They were 18 years or over

J They ended psychological
therapy between

1 September 2017 and

31 August 2018

People were not eli.gib|e .
if they received a diagnosis
of psychosis because this
is covered in the National

Clinical Audit of Psychosis ARR“ER SUPPORTI\’E
B

. A CARING %
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First researchers assigned ‘codes’ to
chunks of text to make sense of it, then these
were grouped together to form themes.
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Step 4 /_\
Consistency checks were carried out

to make sure that the researchers
were coding the comments similarly m

@q 8 themes were identified
€
ccess W
[—] on
kw0

=

The themes and potential

recommendations for future audits ] )

were discussed at the Service User Final recommendations were
and Carer Reference Group meeting drawn up for future audits

This was done using the feedback
as well as looking back at the
recommendations from the core and
N Spotlight audits to identify any gaps.
Step 7

||
'w Further feedback was given via an
’ e-consultation that went to the
\ Steering Group and the Service User

i

and Carer Reference Group
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The next part of this report presents the
findings from the audit. First the themes are
introduced, then a summary of each theme is
presented along with illustrative quotes from
the survey respondents.

Extracts from the discussions had by the Service
User and Carer Reference Group and in the
e-consultation show how the themes resonate.
We point out where recommendations and
standards from the previous core and Spotlight
audits are strengthened by this analysis.

Finally, recommendations on how to develop
future audits are included, based on the service
user feedback and any gaps identified in
previous recommendations. This includes ideas
for new standards for services to be measured
against or new questions that can be added to
the questionnaires for therapists, services and
service users.
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THEMES

Analysis of the responses to the free text query, ‘Do you have any other
comments about your therapy?’, were categorised into the following themes:

THEME 1:
ACCESSIBILITY

Therapy was not easily accessible for service
users. They reported issues with how quickly
they were able to access therapy and difficulties
meeting service thresholds. Once they started
sessions, service users reported issues with their
frequency and physical access to the location, as
well as with funding and resources.

THEME 2:
THERAPIST

The personal attributes of a therapist and
their behaviour and rapport with the service
user were considered a key influence on the
experience of therapy.

Service users emphasised the importance of
the content of the therapy sessions, including
the type of therapy they received and the
information they were provided about the
therapeutic approach and journey.

THEME 4:
CONTINUITY OF CARE
Service users reported experiencing a lack

of onward care, which led to feelings of
abandonment and loneliness.

=8 THEME 5:
24 COMMUNICATION
A lack of communication between services and
between service and service user exacerbated

many of the problems experienced, with service
users feeling disenfranchised and not listened to.

THEME 6:
PHYSICAL ENVIRONMENT

The physical environment in which therapy took
place had an impact on the experience for service
users, both positively and negatively.

Q THEME 7:

IMPACT OF THERAPY
The impact of therapy for individuals was
polarised across the sample, with some having

an extremely positive experience and others an
extremely negative experience.

THEME 8:
CONTROL

Control of the therapy experience, or a lack of it,
was a key factor determining the extent to which
outcomes of therapy were successful. Because
of this lack of perceived control, service users felt
lucky if they had had a good experience.
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THEME 1

ACCESSIBILITY

A strongly held view was that the wait to

begin therapy was too long, which could have fifi I waited over a year for )
detrimental effects. Time spent on waiting lists treatment that was not allocated until
could be extremely stressful. I was in crisis. §§

ik It took 17 years of being pushed The geographical location of the therapy

from pillar to post to finally be offered sessions could make them difficult for some to
therapy on the NHS. 99 access, for example, if the journey was too long
or complex.

For disabled service users, relying on transport
services such as an ambulance or taxi could be
stressful, and physical access to buildings could
be difficult. People wrote of having to use steps
or finding the lift broken.

il I waited 4% months for CBT therapy
which I asked for. This was very helpful
but came too late. The therapist
agreed, I felt I would have recovered
much earlier if I had received CBT at
the beginning of my iliness. 9

il sometimes the lift in the place broke

but always someone helped me. §9

When therapy was scheduled, the time of day
was not convenient for some as it clashed with
work commitments.

i some days transport was on

time and others it took ages to arrive

hh My therapist offered me a weekly adding to anxiety. 59

appointment which was not convenient.
I told her of the difficulties. She offered

me another. It was more convenient ‘

but not ideal... I am self-employed Under-resourced therapy services were
and it meant that I had to take that considered by service users to be the main
particular day off work. 99 cause of difficulties with accessing therapy.

i The whole experience is stressful,
all that I think about is cut-backs

and waiting lists. Only 1 therapist

I was doing well with and my time was

In some instances, getting referred for therapy
had been a struggle. The threshold for referral
was perceived to be too high when people had
been assessed as ‘too well’ to receive therapy.

up. Makes me very nervous when the
therapist are clock watching all the
i 1 had stopped self-harming altogether time. As patients, we understand about
and therapy was nearly stopped because cut-backs and waiting times but don’t
of this (taken off waiting list). §§ need it drummed in to your head. 9
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In conversation with the Service User
and Carer Reference Group

On inconvenient appointments

(1] Appointments [during the working day] are really difficult to
explain to your employer while keeping your mental health
confidential. g9

Bl ] used to say I had a doctor’s appointment, but that becomes
more difficult week after week. §%

il \When you're referred, it takes ages and you hear nothing, and
then you get a letter saying it's next week with a fixed time and
date. The onus is on you to try and sort it out if it's inconvenient. §§

hf Letters are problematic. Especially when I was at university.
Sometimes it went to my house where I wasn't in but sometimes
it went to the common post room. This is not as confidential as I
would have liked. Email would have been more confidential. %

Recommendations for future audits

This theme further supports the
recommendations in the NCAAD
psychological therapies audit to plan
care collaboratively, consider access
barriers, ensure therapy starts as soon
as possible after referral and to keep
people informed of their likely wait.

a) Future audits should ask service users
whether they were given a choice
about the time of their appointment.

Future audits should assess how
easy service users found it to access
the service.

See previous recommendations 1b, 2a
and ¢, 4b.
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THEME 2

THERAPIST

A therapist's manner and behaviour towards Having a therapist who did not show positive

the service user was considered a key influence attributes and behaviours could damage

on outcomes of therapy. Personal attributes trust and lead to the service user disengaging

considered to support a positive experience from services.

included the therapist showing kindness,

understanding, empathy, compassion, acceptance, .

sympathy, respect and a willingness to help. b nearly complained about one
abusive psychologist and was very

Positive professional attributes included being concerned about the behaviour of

challenging, candid, setting clear boundaries another staff member. My experience

and goals, and having emotional stability. with [the service] was so negative that

I will never contact mental health
services again. §¥y

hh My therapist was so kind and
reassuring and I never felt like I was

being judged or made to feel bad

about my problems. 95 ah My therapist and I did not get

along. At one session she made me cry
because I missed an appointment... she
made no effort to send me a reminder.
ff Did not wrap me in cotton wool, When I asked to be discharged from
good, built resilience. 99 her care and moved to another
therapist, she ignored my request.

I'm currently not able to get therapy
because she won’t discharge me and I
don’t want to attend her sessions. §§

On choice of therapist

Therapy was seen as less successful if the
therapist lacked experience working with

il Quite often people have preferences people with the issues the service user had,
for who they want their therapist to or lacked experience using the therapeutic
be, especially people with a history of approach they needed.

trauma. It is sometimes useful to have

perceptions challenged, but it could Continuity of therapist - having the same

be retraumatising. I don't think I could person throughout the course of therapy - was
have a male therapist. I would rather valued. A therapist's demographic, specifically
wait longer to see someone who I their gender and ethnicity, was also important
could build trust with quickly. Services for some service users.

have told me it will take longer to find a

person with the right specialism plus my

preference. But this is ok. §¥
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In conversation with the Service User
and Carer Reference Group

On the therapeutic relationship

i 1t's about a willingness to respect what you're saying. Therapists have to build
up a picture of you, but they must also be willing to change that as otherwise
they end up mushing every bit of you into that box they've created. %

o
Bl t's the chemistry between the therapist and service user. We all get on
with some people better than others - that's a statement of fact. §§ «(

°
_S>))) il But there are some people I ask, ‘What the hell you are in doing in this career?' B

ffiThadan interesting experience with a group therapy session, where there

was friction between me and the facilitator. When I went back to get individual
therapy, my therapist was the facilitator. I used the tension to get some
interesting stuff onto the table. It was doubly hard because of our past
interaction, but it was a good experience. My conclusion is that the therapeutic
relationship and what works is really complicated. §%

ik My worst experience was with someone who was straight out of college.
They delivered very mechanical CBT. It was worse for me than someone
[ couldn’t build a rapport with. B9

Bk [The person I care for] felt that her therapist was too ‘offhand’ and did not
take her concerns seriously, leading to her becoming suicidal. %

Recommendations for future audits

This theme further supports the
recommendations in the NCAAD

psychological therapies audit to ensure a) Future audits should ask therapists

clinicians are accredited to deliver their and services about what information

therapy, that dissatisfaction is monitored is provided to service users who

and addressed, and that service users experience difficulties with their therapy.

are provided with a separate named

contact to approach if difficulties arise. Future audits should ask service users
about what help they received if they

See previous recommendations 5a and b, experienced difficulties with their

and 8a. therapy and how useful this was.

/
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The number of sessions of therapy received

was often seen as insufficient to meet b
respondents’ needs. In some cases, sessions

were not felt to be frequent enough, especially

if they were less than weekly. »y

it They also appreciated being taken through the

stages of the therapy process ...

I had three initial sessions with
one therapist, then told they were
‘assessment’ and ultimately referred
to another. This was a major shock.
Fortunately, 2nd therapist was ideal
but initial lack of information plus
no checking that process had been
understood led to extreme distress.

I did not feel my therapy lasted
long enough, as I am aware I have
cracked open the top of my emotional
baggage and am now left with no
support to manage it.

Service users valued being given information
about the therapeutic process and felt
concerned when this was not provided. They felt
it was important that the theory of the particular
therapeutic approach and how it could work

for them was explained, and that they were
encouraged to ask questions about this.

...and having this tailored to their needs, in
terms of the appropriate type, format and
pace, with topics of discussion decided on in
conjunction with the service user rather than
controlled by the therapist.

It wasn’t rushed, nicely paced -
she didn’t push me to talk about things
if I didn’t want to.
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In conversation with the Service User
and Carer Reference Group

On explaining the process

i 'm sure that therapists I've seen have told me what to expect in the first
10 minutes of the meeting. But this is a strange situation, so often you don't
take in what you're being told. One thing that does stick is that you have

X number of sessions, but if they say, I'm a psychodynamic psychotherapist’ -
whoosh, its over my head. 9

46 Some approaches drive me mad. I remember being in a group where
there was always an empty chair. It took a few sessions for the group to realise
this and the facilitator never explained it. 5

On the number of sessions

i 1n the first session I am sussing out the therapist. I don't think clinicians
realise this. I'm holding back in the first session as I'm working out whether
you are any good. Therapeuticwise, forget it. §§

hlts 5 two-way process - establishing the therapeutic relationship. Presumably
they are also sussing you out - assessing your needs and how best to proceed.
[ find the first session very nerve-wracking. It's an unusual scenario, you don't
usually speak to a stranger about problems you find hard to articulate. 55

] had an experience where my therapist was having to beg her manager
for extra sessions so she could complete what she had in mind for me. §§

, Recommendations for future audits
This theme further supports the

recommendations in the NCAAD
psychological therapies audit to ensure

that the type and number of therapy a) Future audits should ask therapists
sessions are tailored to the individual how service user needs and

and that information about therapy type, preferences are taken into account
venue, time, language and therapist when planning the number and

gender is provided so that decisions can frequency of appointments.
be made collaboratively. See previous
recommendations 3b, 4a and b.

/
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THEME 4

CONTINUITY OF CARE

The period after a course of therapy ended was
considered to be a vulnerable time for service
users. Sometimes the service user was able to put
the tools they learnt in therapy into practice or

the transition to other support was handled well.

k1 found CBT extremely beneficial to my
long-term recovery process. He expertly
provided me with a handful of tools
which I now employ on a daily basis to
cope with my neurological condition. §§

(1] My therapist contacted social services
to recommend ‘help and care at home'.
This is something we had tried to do at
home without success. Her intervention
successfully changed the situation,

and we now have a little help. 99

At other times, a much-needed assessment of
needs and ongoing care was not provided. This
could be because of gaps in the referral process,
for example: a service user being told they
would be referred for further treatment but then
receiving no further communication; a therapist
leaving their post part-way through a course of
therapy and no replacement being provided; or a
service user registering with a new service, such
as a GP surgery, part-way through therapy.

Bl received a copy of the letter sent
to my GP saying I was being put back
into the care of the GP - my GP had
left the surgery so who was supposed
to care? I then moved home and had

to highlight at my new surgery I had
had this therapy - no-one is interested
because it is in the past - they don't
read notes and I am left thinking that
I am worth no further attention. §9

(] Therapy stopped early because
moving to different mental health
authority and am still on waiting list to
be resumed 6 months later, despite
several overdoses in meantime. ¥y

Respondents felt it was important that the ending
of therapy was managed well by the therapist and
that they were provided with support for their
onward journey. If this didn't happen, it caused
distress and feelings of abandonment.

fifi Avoided several times then
discharged I feel extremely let down and

abandoned left to try and cope alone. §§

i When it came to the end, I wasn't
warned it was very sudden. And I was
only told the day of my last session it
had finished. 9§

Well-managed endings were those where

the therapist and service user discussed

the upcoming ending during sessions and
the therapist signposted to other sources of
support. Suggestions were made that there
should be a formal assessment of any further
needs after therapy ends.

ik 1t would have been helpful to have
been given the opportunity at the end
of the treatment to discuss how to move
forward and perhaps be given the option

to either continue or discuss if any other
long-term therapy might be required. I
felt I was just completely dropped after
finishing the therapy - who was to take
responsibility? §9
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In conversation with the Service User
and Carer Reference Group

On follow-up after therapy ends

ik And not just about whether you need more therapy, but also what is
going on in your life? I used to be sceptical about social prescribing, but
I've since found non-medical things helpful. This could be a helpful point to
signpost to recovery colleges, for example. Your therapy is over but your
recovery isn't. g9

°
))) flts 3 safety net - if you were referred elsewhere, did it happen? §9

On continuity of care

] got kicked off an eating disorder service I'd waited 2 years for when

my GP left. The GP system creates a mess of continuity of care. Now [ see a
dietician once a year. That level of follow-up is all I need as I am stable, but
there is always a risk of relapse. But it is so reassuring to know that I am

still in their system. If something bad does happen, I know I won't have to go
to the back of the queue. §®

(1] Discharge is really tricky. I've fought against my discharge from CMHT
[community mental health team]. Yes, I'm not too bad now so 6 months
appointments are ok. But what if I'm bad in 6 months’ time, I go back to the
end of the waiting list? B9

Recommendations for future audits

There are no recommendations a) Future audits should include a

from previous audit reports that are standard on providing service users
relevant to this theme. with information about how they can
access further support after discharge.
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A
COMMUNICATION

A lack of communication between the service These experiences gave service users the

and the service user, or between services, impression that therapy services lacked
exacerbated many of the problems service transparency and accountability, particularly
users experienced, with feelings of being when no explanation or apology was offered for
disenfranchised and not listened to. issues such as long waiting times.

A lack of accountability and point of contact
exacerbated the sense that the service lacked
a human face, and that the service user was
powerless against an impersonal bureaucracy.
Sometimes this led to feelings of being
unsupported and alone.

a6 My treatment was stopped before
I was well. I begged her not to stop.

I was told I had been given my
allocation... I live in a constant state of
panic, distress and misery. 9§

Various examples of poor communication i There's no compassion or sorry from
were reported, most commonly before and after anybody in regards to the amount of

a course of therapy. These included service time you do actually have to wait. 9
users left waiting to be told when therapy would

begin or resume, and not being told what would

happen after therapy ended or whether they

had been discharged. i T have nowhere to turn for mental
health issues. ¥y

ik Therapist... agreed to write to my
doctor. I have no idea what happens
next. Please improve communication. §§
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In conversation with the Service User
and Carer Reference Group

On long silences

hfitis very easy to get worried by services' lack of communication. Your GP
might receive a ‘confirmation of referral’ letter but then nothing. Some idea of
how long it will take to be assessed or begin therapy would be good. 9

il Or even an acknowledgement of your referral. Sometimes GPs don't even
get that. 9

ik vou feel forgotten. If you have no idea where you are in the system, it is
very easy to feel abandoned. 9

ik You hear nothing until the week before, telling you you must come in at this
time. No one checks with you that therapy is still right for you - even if it has
been a long time since referral. §§

i The culture of therapy needs to be collaborative from referral right through
to discharge. Good communication is essential for this. 9

Recommendations for future audits

This theme further supports the a) Future audits should develop a
recommendations in the NCAAD standard which looks at the means of
psychological therapies audit to monitor communication between service users,
waiting times and inform people of services and therapists, including

the expected wait, to provide details of whether service users are asked how
how to access interim support and to they would like to be contacted and

ensure that therapy starts as soon as updated about their therapy sessions.
possible after referral.

Future audits should explore
See previous recommendations 2a and c. whether service users are offered

/ the opportunity to co-produce their
discharge plan and letter, and whether
they are offered a copy.
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PHYSICAL ENVIRONMENT

The physical environment in which therapy
sessions took place could influence a service
user'’s experience of therapy.

For this reason, it was considered important
that service users felt the venue where therapy
took place was safe and physically secure,

and was in an environment that made people
feel comfortable.

1 had issues with the stability of the

venue regarding security, noise and
space.yy

Certain types of venue caused service users
discomfort.

hl]felt very nervous about the
location of the therapy in an old
fashioned, secure, mental health
detention centre. §§

On the positive side, certain venues for therapy
were found to be particularly appealing. For
example, one respondent liked the ‘normality’ of
the art-room environment in which art therapy
took place, while another appreciated being able
to receive therapy at home.

A suggestion was made that some therapy
sessions located ‘off site’ would be helpful,
suggesting that the location and physical
surroundings of a therapy session influenced
the overall experience.
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In conversation with the Service User
and Carer Reference Group

On the right space

Bl | know people who have refused to attend therapy in the psychiatric unit in
the middle of town. This is known to be a psychiatric unit so people don't want
to be seen to go there. 9

hfrqg request a building with doors that don’t bang. For people with trauma or
who are hypervigilant, doors banging are stressful. It's also good to have a choice
about where to sit. Little things like this make people feel more comfortable. §§

e You want a calm, quiet room. You shouldn't be distracted by external noise,
such as hearing voices in another room or in the corridor as this means they can
hear you. Building work or busy roads can also drive you mad. §9

fafs 1 once walked into a room with a CCTV [closed-circuit television] camera. [
refused to have the session and the therapist was able to find an alternative. §§

] agree that good environments are those outside of the hospital setting.
The waiting space is also important. [ had therapy in an outpatient hospital
ward where there were screaming children. It made me feel worse. §§

Recommendations for future audits

There are no recommendations from a) Future audits should ask service
previous audit reports that are relevant users how satisfied they were with
to this theme. the physical environment where they
received their therapy.
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THEME 7
IMPACT OF THERAPY

Respondents had generally been affected

either very negatively or very positively by their @1 stopped having talking treatment
experience of therapy. after 5 or 6 sessions because it was

making me more unwell. g9

Extremely positive impacts included therapy
having saved the lives of some respondents.

s My health conditions have not got
fafi 1 don't believe I would have survived any better and I have less confidence
without them. 9§ in the NHS mental health services or

telling my story to anyone as I feel that

nobody really wants to help. 9

i When I started therapy I was
suicidal. When I finished I was looking
forward to life. 99

Ways in which therapy had effected positive
change included increasing a person’s self-
confidence, independence, understanding of
themselves, ability to manage everyday activities
and relationships, and enabling them to ‘move
forward’ with their lives.

6 This therapy was brilliant and I
would recommend it to anyone who
has felt rejected growing up, this helps

you to feel listened to and to be able to
exercise your voice and feel understood
is vital for growth and development. §§

However, negative experiences of therapy had
made some feel more unwell and less willing

to engage with therapy services in the future.
The disappointment of the negative experience
of therapy left people feeling abandoned and
let down.
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In conversation with the Service User
and Carer Reference Group

On impact

il When I first went through therapy, I assumed when I had been through
it I'd be better. But it doesn't work like that. It is very hard for service users to
evaluate the impact on them. 9§

i It is so hard to quantify. You need time to experience a less awful life - one
day you'll wake up and you'll realise you don’t want to die anymore. §9

(] Therapy sends ripples through your life. When things have got better, you
might put two and two together and realise the therapy helped. Often impact is
more an absence of important symptoms rather than something tangible. B9

i But there are so many factors. How do you know whether any change is
down to therapy, a change in medication or something else in your life? §§

i EMDR was my most pure moment of realising that something had worked.
[ could feel that my memories of what happened to me were more slippery,
less clear and less distressing. 99

s about expectation management. Recovery takes a lot of time, i
ik It's about expectat g t. R y takes a lot of time, it
proceeds in fits and starts, and is different for everyone. §9

i The most helpful thing said to me about my eating disorder was that,

It is like diabetes. You can learn how to manage it and you will be able to

do everything, but it will be with you all your life. This is expectation
management. You learn how to manage your mental health as well as manage
your physical health. For me, that was the most helpful thing that therapy

can enable you to do. 99
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In conversation with the Service User
and Carer Reference Group

On impact on carers

ff There is no support for carers while their loved one is in therapy. It will have
an impact on them. They need support and information, and to know what
impact it might have on the person. 99

i Before EMDR, my therapist gave me an idea of what would happen in
between sessions, how hard it would be, and the things that my partner could
do to help if I became distressed. It was great to have my partner involved. §§

This theme further supports the
recommendations in the NCAAD
psychological therapies audit for
therapists to work with service users to
complete validated outcome measures
at least twice over the course of
therapy, and review progress against
service user defined goals. See previous
recommendations 6b and c.

/

Recommendations for future audits

a) Future audits should ask about
the information provided to carers,
including whether sufficient
information was provided.

Future audits should ask service users
about the information they were
provided about the potential impact

of therapy (including possible negative
effects) and how prepared they felt
for therapy, and whether they were
provided with enough information.

Future audits should ask service
users about how prepared they felt
for ending therapy.
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THEME &

CONTROL

The words ‘lucky’ and ‘fortunate’ were
frequently used by service users to describe
their experiences of therapy. This was in part
due to the scale of positive impact it had had
on their lives...

1 found the help from a really
professional man who saved my life...
thank you. 99

1 You could say it saved my life,
literally, and I'm so very grateful that
this treatment was available. J9

...and in part due to the sense that a successful
outcome depended on various factors that were
largely outside the control of the service user.

Knowing that many others did not receive
therapy that met their needs (as a result of

long waiting lists, for example), led service
users to feel disempowered. They did not see
themselves as active agents who could exercise
choice and control over the process. This meant
that when people did experience positive
outcomes, they felt it was due to luck rather
than any deliberate exercise of power.

k& Mental health care is very
underfunded. It needs more psychiatrists,
CPNs [community psychiatric nurses],
therapists and hospital beds. I was

fortunate in that in my area there
is a service for over 65s and I saw a
psychiatrist in about 10 days. 9

1 was incredibly lucky to be able

to see the same therapist as I had
seen previously, which enabled the
therapy to go forward from the
beginning rather than me having to go
over old ground again. 9

Not feeling in control of so many varying factors
could also lead to feelings of disenfranchisement
and disconnection from the experience of
therapy, where service users felt like passive
rather than active agents in the process.

ffi[The appointment time my therapist
offered] was not ideal. Frankly, I was so
grateful to be getting the therapy in the

first place that I simply accepted it...
I acknowledge that commitment is an
important aspect of therapy. 9
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The importance of agency

Looking at the themes collectively, control of
the therapy experience or a lack of it was a

key factor determining the extent to which
respondents felt their therapy was successful.
Dissatisfaction with therapy services stemmed
from an overall sense of a lack of choice,
personalisation and opportunity to be involved
in and influence the design of therapy.

This included a lack of control by the service
user over how quickly they could begin a course
of therapy, the type received, the content of
therapy, the individual therapist they were
allocated to, how many sessions they had,

how frequently and in what format (whether
individual or group), their understanding of how
therapy works, and how to communicate with
services to gain information or try to influence
the process in any way.

On luck

In conversation with the Service User
and Carer Reference Group

Alack of control of these factors led to feelings
of disenfranchisement and disconnection from
the experience of therapy, which in some cases
led to service users' disengagement from
psychological therapy services altogether.

Although there were some very positive
experiences of therapy, those who had found
therapy helpful were inclined to consider their
experience to have been due at least in part
to good luck, rather than any deliberate action
or choice exercised by the service user. It was
perceived as being a lucky ‘one-off’ rather than
something that was extended systematically.

fafa I can really relate to this. You never know what you're going to get. It's like

spinning a coin. Y

i It is sad that people feel lucky if they have a good experience. If [ broke my
arm or got tonsillitis and was treated appropriately, it's not luck, it's the system

working as it should. 9§

| felt like I was being passed around and around, but as soon as [ was
sitting in a room with the right person, something clicked. The system

seemed to work. §§

il How many people never get to that point? They never find the right room.
That's when we lose people. B9
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In conversation with the Service User
and Carer Reference Group

On control

fafs 'Control’ is a funny word. For me, feeling not in control is axiomatic to
mental health problems. I feel out of control because of my mental health. g

(] If you're in a car accident, you're in the ambulance and then A&E. You're
not in control, but you are trusting that the team know what they are doing.
You want the same thing when you go into therapy. §9

i | think this theme reflects people’s mistrust of the system. Sometimes you
don’t want to be in control, you want to trust people or services and that's
difficult when you don't. 9§

i ves, sometimes you want to be able to feel you can relinquish control

and put your trust in services to do the best for you, but other times, feeling
like you are in control and able to direct the process to some extent is so
important. Service users need to be able to exercise choice. If something goes
wrong, we also need to be able to negotiate the complaints system in a way
that feels safe. You need to be quite resilient to do that. B

i Yes, I am not sure if the service user I care for would be happy to complain
as they might feel it would influence their care in future. §9

Recommendations for future audits

This theme further supports the
recommendations in the NCAAD
psychological therapies audit to ensure

choice and shared decision-making a) Future audits should ask service users
are supported, monitor and address about whether they felt they had
dissatisfaction and provide service influence over their therapy, including
users with a named contact separate to their level of involvement in decisions
the therapist to approach if difficulties made about the type, number and
arise. See previous recommendations frequency of therapy sessions and the

4a and b, 5a and b. / times of their appointments.
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RECOMMENDATIONS FOR SERVICES

Recommendations to improve future secondary care service provision:

Steps should be taken by NHS managers to improve
access to psychological therapy services, by:

» reducing waiting times
» offering greater flexibility with appointment times

* making sure the venue is readily accessible.

Psychological therapy services and clinicians should
provide better information before, during and after therapy.

This should include information about likely waiting times,
managing difficulties that might arise during therapy,
discharge planning and how to access support in the future.

Clinicians should work collaboratively with service users
and support shared decision-making.

This should include the type of therapy that service users
are offered and the likely number, frequency and times of
their appointments.

Psychological therapy services should place a greater
emphasis on monitoring the outcomes of therapy, including
both positive and negative experiences.
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For service users and carers

There are several ways for people to voice their
opinions about their local mental health services.
They may also wish to get involved in how
services are run, in order to help improve them.

Concerns and complaints

People who want to report concerns about
performance should initially approach their local
Patient Advice and Liaison Service (PALS).
You can find your local PALS by visiting https://
www.nhs.uk/Service-Search/Patient-advice-and-
liaison-services-(PALS)/LocationSearch/363

Healthwatch is an independent 'national
champion' for people who use health and
social care services in England. They focus on
“ensuring that people’s worries and concerns
about current services are addressed”. You
can find your local Healthwatch by visiting
https://www.healthwatch.co.uk/your-local-
healthwatch/list

Shaping services locally and
nationally

Local involvement

Opportunities to get involved locally vary
between areas.

To shape how services are run from the
ground up, consider getting involved

with your local Clinical Commissioning
Group. These are the bodies that

plan and buy healthcare services for people in
their area. More information about how to get
involved is available at https://www.england.
nhs.uk/participation/get-involved/local/

Some other suggestions to discover what is
available in your area include contacting your
mental health Trust to find out if they have
an active service user and carer involvement
group or a disability forum, speaking

to someone involved in your care, and

contacting any local mental health charities
or patient organisations.

You may also find that PALS or your local
Healthwatch may be able to provide further
information.

National involvement

To get involved specifically with mental
health services, consider becoming a
'participating stakeholder' for a mental health
Clinical Reference Group (CRG). CRGs are
groups of clinicians, commissioners, public health
experts, service users and carers who use their
knowledge and expertise (including that gained
through lived experience) to advise NHS England
on the best ways that specialised services, such
as mental health services, should be provided.

You can read more about CRGs and how to
register as a stakeholder at
https://www.england.nhs.uk/commissioning/
specservices/npccrg/

For more information about getting involved
in NHS England mental health services
generally, visit https://www.england.nhs.uk/
commissioning/specservices/get-involved/

National policy developments

The NHS Long Term Plan was published in

2019 to set out plans to address funding, staffing
and pressures from a growing and ageing
population over the next 10 years.

This includes NHS England’s ongoing
commitment to mental health and outlines
ambitions to increase access to psychological
therapies for adults and older adults both with
common mental health problems (depression
and anxiety), and more severe mental health
problems (e.g. psychosis, bipolar disorder),
through investment and workforce development.
This is set out in more detail in the NHS Mental
Health Implementation Plan 2019/20 - 2023/24.
https://www.longtermplan.nhs.uk/wp-
content/uploads/2019/07/nhs-mental-health-
implementation-plan-2019-20-2023-24.pdf.

38 What are the experiences and perspectives of adults who are accessing secondary care psychological therapy for anxiety or depression?


https://www.nhs.uk/Service-Search/Patient-advice-and-liaison-services-(PALS)/LocationSearch/363
https://www.nhs.uk/Service-Search/Patient-advice-and-liaison-services-(PALS)/LocationSearch/363
https://www.nhs.uk/Service-Search/Patient-advice-and-liaison-services-(PALS)/LocationSearch/363
https://www.healthwatch.co.uk/your-local-healthwatch/list
https://www.healthwatch.co.uk/your-local-healthwatch/list
https://www.england.nhs.uk/participation/get-involved/local/
https://www.england.nhs.uk/participation/get-involved/local/
https://www.england.nhs.uk/commissioning/spec-services/npc-crg/
https://www.england.nhs.uk/commissioning/spec-services/npc-crg/
https://www.england.nhs.uk/commissioning/spec-services/get-involved/
https://www.england.nhs.uk/commissioning/spec-services/get-involved/

Inconsistent sampling
between services

The NCAAD service user survey invited
individuals who had been discharged from
psychological therapy services to give feedback
on their experience. Services were responsible
for sending a template letter to a group of
service users randomly selected by the NCAAD
team, inviting them to take part and explaining
the purpose of the survey in the context of the
audit. It is not possible to know whether surveys
were sent exclusively to the randomly selected
service users, or whether all registered service
users were sent the survey instead. Therefore,
there may have been inconsistencies in sampling
between services.

The survey data are not
representative of all service users

Several services opted out of participating in
the service user survey component of the audit
altogether, due to information governance
reasons and/or staffing issues. The survey

data is therefore not representative of all the
randomly selected service users who have
accessed psychological therapy. In addition, not
all eligible service users who were contacted
decided to take part, and not all the service
users who completed the survey filled in the free
text query that was analysed in this report. The
survey was unavailable in languages others than
English and Welsh and was not available in an
easy to read format. Consequently, the sample
was restricted to a smaller number of service
user than were originally selected by the NCAAD
team to participate.

Furthermore, the Service User and Carer
Reference Group, who offered thoughts on the
findings and took part in the e-consultation,
comprised of 7 people.

While the group members felt that the
comments resonated with their personal
experience, this might not reflect the view or
experience of every eligible service user in the
NCAAD sample. One should exercise caution
when generalising the views of this small group
of service users to the whole sample and,
indeed, service users across the country who
have accessed psychological therapy services.

There is also a risk that adults who have had
very good, or very bad, experiences might be
more likely to complete a feedback survey,
perhaps impacting on the representativeness of
the sample.

The question was not originally
designed for qualitative analysis

The free text query that the service users
responded to was not originally designed to be
used to capture data for a standalone qualitative
analysis and report. The richness of the data
that was collected prompted the team to
perform the analysis, but the question itself was
not designed for this purpose and was general
and open-ended in nature. While this allowed
for a range of responses and did not restrict
service user opinion, there was no opportunity
for the team to follow up people’'s comments
with queries to gain further context because
the surveys were submitted anonymously.
Furthermore, there were a small number of
comments that were illegible, and it was not
possible to contact these service users to gain
clarification.

While the survey data might not be
representative of all eligible service users who
have accessed psychological therapy services,
it did give us a good indication of what service
users think without restricting them to pre-
defined response options.
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+  Dr Alan Quirk, CCQI Head of Clinical Audit and Research, RCPsych
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APPENDICES
WHO RESPONDED TO THE SURVEY?

Of the 447 adults who answered the free text query in the service user survey:

The average age was 52. The youngest person was 20 and the oldest was 95.

Male: Female:
30% 68%

4.3% of people did not answer the question about gender. 1.3% preferred not to say.

Non-binary/
other: 0.2%

Sexual orientation Disability

People described themselves as: People described themselves as:
- Heterosexual 81% Disabled 58%
B Gay/Lesbian 4% Not disabled 35%
D Bisexual 3% Unsure 4%
- Other 2% Prefer not to say 3%
D Prefer not to say 8%
D Questioning/unsure 1%

5% of people did not answer 4% of people did not answer

* Percentages have been rounded to the nearest whole number for ease of reading.
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Type of disability

People who identified as disabled described themselves as having:

Sensory disability | I 6%
Learning disability [l 5%
Physical disability [ N R 3%
Disability relating to mental health [ EREREEEEEEEEENEN  41%
Other disability [ Il 5%
Unsure 0%

Prefer nottosay 0%

People could select as many as applied

Ethnicity

82% of people described themselves as White British. This is how the other 18% of people
described themselves:

White Irish [ INEEEE 10%

Any other White background [ N  14%
White and Black Caribbean 0%

White and Black African [l 1%
White and Asian | 4%
Any other mixed background | NN 7%
Indian I 9%
pakistani |GGG °%
Bangladeshi | 3%
Chinese M 1%
Any other Asian background | 4%
Caribbean |G 7%
African I 7%
Any other Black background | 4%
Any other ethnicgroup [ 4%
Prefer notto say N 17%

4% of survey respondents did not answer
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The following online appendices can be found on the NCAAD webpages
(www.rcpsych.ac.uk/ncaad).

- Methodology - Full list of recommendations

for future audits
- Eligibility criteria

« Audit tool
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If you need support for your own mental health or that of a loved
one, below are some helplines and links that you may find helpful:

Adfam

National charity working with families affected by
drugs and alcohol. Publications and resources,
online message board and local support groups.

www.adfam.org.uk

Anxiety UK Infoline
Telephone: 0344 477 5774

Offers practical advice and information on support
services that are available. Open weekdays 9.30am
to 5.30pm. You can also email support@anxietyuk.
org.uk or chat online via their website.

www.anxietyuk.org.uk

Carers Direct
Telephone: 0300 123 1053

Confidential information, advice and support
for carers. Lines are open 9am to 8pm,
Monday to Friday, 11am to 4pm at weekends.

Request a free call back or an interpreted
call back in one of more than 170 languages.

www.nhs.uk/conditions/social-care-and-
support-guide

Carers UK
Telephone: 0808 808 7777

Information, advice and support for carers including
information about practical issues, looking after
yourself and details of local support groups. Lines
are open Monday to Wednesday, 10am to 4pm
(listening service available Mondays and Tuesdays,
from 9am to 7pm).

www.carersuk.org

HOPELine
Telephone: 0800 068 4141
Offers confidential advice and support to

young people under the age of 35 having thoughts
of suicide.

Open 10am to 10pm weekdays, 2pm to 10pm
weekends. You can also text 07786 209697 or email
pat@papyrus-uk.org.

www.papyrus-uk.org/hopelineuk

Mind
Telephone: 0300 123 3393

The Infoline offers information and advice on all issues
relating to mental health and information about Mind
associations and other support services in your area.
Lines are open 9am to 6pm. Email info@mind.org.uk

www.mind.org.uk

National Self-Harm Network

Network supporting people and their families on
issues around self-harm. Information, campaigning
and practical support, including discussion forums.
NSHN, PO Box 7264, Nottingham, NG1 6W]

Email info@nshn.co.uk

www.nshn.co.uk

National Survivor User Network

A diverse, inclusive user-led network which aims to
improve the lives of people who experience mental
distress. NSUN, PO Box 74752, London, E11 9GD
Email info@nsun.org.uk

www.nsun.org.uk

NHS Direct
0845 46 47 or 111, depending on where you live.

A 24-hour telephone advice and information
service which is part of the NHS. (NHS Direct has an
obligation to call out emergency services if they are
concerned about your safety.)

Samaritans
FREE Helpline: 116 123

Confidential emotional support for anyone,

24 hours a day, 7 days a week. You can also email
jo@samaritans.org for support, or write to: ‘Chris’
P.O. Box 9090, Stirling, FK8 2SA. Some centres also
offer face to face support, usually by appointment.

www.samaritans.org

Saneline
Telephone: 0300 304 7000
Offers practical care and support to anybody

affected by mental health problems. Open every day
of the year between 4:30pm and 10:30pm.
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The British Psychological Society

We act as the representative body for psychology and
psychologists in the UK. We are responsible for the promotion
of excellence and ethical practice in the science, education and
application of the discipline. www.bps.org.uk

The McPin Foundation

We are a mental health research charity. We champion experts by
experience in research so that people’s mental health is improved
in communities everywhere. www.mcpin.org

Royal College of Psychiatrists

We work to secure the best outcomes for people with mental
illness, learning difficulties and developmental disorders by
promoting excellent mental health services, training outstanding
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