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1. About this report

In June 2022, the UK government published the Draft Mental Health Bill which aims to
substantially improve the current Mental Health Act 1983 so that it works much better for
children and adults who need care and treatment for their mental health. The Draft Mental
Health Bill contains all of the legal changes the government, at that time, planned to make.

The Department of Health and Social Care commissioned Article 39 to hold focus group
discussions with children and young people who have experience of living in a mental health
inpatient unit, to find out what they think of the changes in the Draft Mental Health Bill. These
focus groups were carried out between September and October 2023. This report brings together
those voices and experiences; exploring the changes set out in the Draft Mental Health Bill,
alongside other legal provisions, which could help transform the care and treatment of children
and young people.

2. How we partnered with young people

Through an online invitation, we asked children and young people who have experienced living in
a mental health inpatient unit in England to join our Fixing the Mental Health Act: young
people’s advisory team. We were delighted that 13 young people (aged 17 to 25) joined the
team. Each of them has experienced being in a mental health inpatient unit as a child. Members
studied the Draft Mental Health Bill and the ‘Explainer’ we wrote for them. They then joined
online focus groups where they discussed different aspects of the Bill, as well as other matters
important to them.

Article 39 gives a huge thank you to each and every young person involved in this vital
process. Only with your time, knowledge and wisdom was this unique review of the Draft
Mental Health Bill possible. We thank you for your commitment to children’s rights and
your courage and generosity in drawing upon your own experiences, and those of other
young people, to help government introduce legislation that meets the needs, and fulfils
the rights, of children and young people.



3. What happens next

This report is primarily for the Department of Health and Social Care. Article 39 is publishing it so
that others can learn from children and young people's views and experiences.

The Department of Health and Social Care will use this report to further reflect on any new
changes (besides those in its Draft Mental Health Bill) that should be made to the Mental Health
Act 1983 and its accompanying Code of Practice. Through our Blooming Change group,!! Article
39 will continue to work in partnership with children and young people in pressing for stronger
rights and protections for children who spend time in a mental health inpatient unit. We are
thrilled that many of the Young People's Advisory Team have joined Blooming Change, and we
look forward to working with them to translate their top priorities into possible clauses for a
future Mental Health Bill, and to campaign together for these changes.

Please note:
« The words used in this report are often different to those used in the Draft Mental
Health Bill. We have deliberately used language that everyone understands and uses.
« The vast majority of young people’s reflections and experiences in this report are from
when they were children (under the age of 18).
« We have deliberately not included a conclusion to this report, as we want young
people’s words to be the last you read.

Article 39 is a small, independent charity which fights for the rights of children and young

people in institutional settings such as mental health units, prisons and children’s homes.
We promote and protect children’s rights in England through: awareness-raising of the

rights, views and experiences of children; legal education; practice development; and
policy advocacy, research and strategic litigation. Our name comes from Article 39 of the
United Nations Convention on the Rights of the Child, which entitles children who have
suffered abuse or other rights violations to recover in environments which nurture their
health, self-respect and dignity.

Millie Hall, Article 39’s Children and Young People’s Activism Lead, led this project and is
the author of this report.

[1] Blooming Change is a group set up and facilitated by Article 39. Blooming Change members are all children and young people who have
experience of mental health inpatient units and they work together to make mental health inpatient units better places for other children and young
people. For more information on Blooming Change or to get involved, visit: www.article39.org.uk/bloomingchange



http://www.article39.org.uk/bloomingchange/

4. Meet the Young People’s Advisory Team

The Young People’s Advisory Team is made up of 13 young people, aged 17-25.
We asked the team if they could share a bit about of their background and experience of mental
health inpatient units. 12 of the young people responded and we found that:

8%
o 9276 58%

are girls/young
women

have a disability

8%
bl g0,

ethnicity

25%

have experienced

are of white
ethnicity

being in care

The young people were from regions
across the UK including:

North East England
Yorkshire

East Midlands

East of England

e North West England
« West Midlands
o Wales (and had experienced

Greater London
South East England

living in a mental health
inpatient unit in England)
« South West England



Of the 12 young people who responded,
we also found that:

100%

have experienced living
in an mental health
inpatient unit as both a
formal patient and an
informal patient

33%

have experienced being

placed on an adult ward as
a child or young person

Lo

67%

have autism and/or
learning disabilities

o have lived in a
9 2 /o mental health
inpatient unit far

away from home
as a child or

young person...

...and this is how long the
journeys were for family or

friends to visit them in the
mental health inpatient unit:

[ e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e

“3 hours by car”
“2 or so hours by car”

“4 hours by car from my family,
over an hour from my home by
public transport”

“2 hours by car”
“2% hours by car - one way”
“Over 4 hours by car”

“1 hour 40 minutes from my foster
home and then | had to move
[mental health inpatient units] and
they found a placement which was
1 hour 20 minutes away”

“Over an hour by car”



Below, some members of the Young People’s Advisory Team share a little more about
themselves.

I love animals, dogs are always a great source of therapy. I love
anything space related, | love clear nights and staring at the stars
and moon. | love video games, I've always been into gaming. | also
love reading and drawing. I love going to the beach as it's a calming
place. | always feel happy seeing my friends and family happy. |
always feel passionate about talking about my past because | hope
it helps others feel less alone.

I have five goals in life: to make art, to learn things, to travel, to
have a family, and to help people. I love to read and make notes on
the things I read, and my favourite non-fiction books are science,
food, world history, or conservation-related. | also love music,
anime, reviewing things, and animals.

I’m passionate about reading, hiking and spending time with
others. | enjoy being with friends and family.

My favourite hobbies are climbing, hiking, volleyball, aerial [skiing],
and crochet. My friends describe me as quirky and say that my
energy is infectious. My stubborn and bubbly nature, fashion taste,
and love for charity shopping, second-hand clothes, and my two
kittens are a big part of my personality.

I’m an advocate for mental health and strive to make young
people’s happiness a priority. I’'m currently studying social sciences

and work as a nursery practitioner. | love music, nature, baking,
concerts and dream of becoming an occupational therapist.




I am a 20-year-old disabled and neurodivergent student with
experience of both CAMHS and adult inpatient mental health wards. |
would really like to see significant improvements to how people are
treated in inpatient settings. For me, the need to include something
when changing the Mental Health Act about minimum accessibility
requirements is vital. | don't believe inpatient mental health settings
can be a safe place for patients until physical disability is more
accounted for. Nobody should have to choose between support for
their mental health and protecting their physical health.

I love listening to music and dancing and singing to it with my
daughter. | also enjoy doing my makeup and spending time with
my family and friends. My daughter and my pets make me happy

and make me who | am. They bring out the best parts of me and
make me realise that there are good things about me.

I am 22 years old and I identify as non-binary and go by they/them

pronouns. | have been in and out of hospital for nearly 5 years and
currently in supported living for the last two years. | know there are
gaps in services and | really want to make a change. | have a
Cockapoo who is my little sidekick! And | love anything dinosaur
related! | love walks, outdoors and listening to my favourite music
which is Bring me the Horizon and Yungblud.




5. Young people’s experiences, views and reflections

“What is classed as serious?”

Decision-making when detaining young people

Definition of ‘serious’

The Draft Mental Health Bill sets out new rules that must be followed before a young person can
be detained under the Mental Health Act 1983. We understood these as essentially two sets of
guestions that mental health professionals have to ask when deciding whether to detain a young
person for a mental health assessment or treatment:

1. Will serious harm be caused to the health or safety of the young person, or another person, if

they are not detained?

2. What would this harm be, how bad would it be, how likely is it to happen, and how soon

would it happen?

Young people were drawn to the word
‘serious’ and how this could be interpreted
differently by different mental health
professionals:

“| think the problem is that when you have
like Mental Health Act assessments, they can
twist words into whatever benefits them, so
it really just depends on the doctor you have
and that shouldn't be the case.”

“] think there needs to be like a definition for
all doctors because you know each doctor
can have a different interpretation of what
‘serious’ is.”

Young people also considered how the word
‘serious’ could stop young people from being

detained when this is necessary, putting
young people in more danger:

“Say you decide to discharge someone rather
than detain them and you're telling them ‘it's
not serious enough’, that also has a massive
effect on their mental health and that could
end up in something even more serious.”

“Being told, ‘well actually, we don't think
that you're gonna come into serious harnm’,
could be the final straw for someone.”

“They’ll just look at the label and not
consider the risk of that person because
they’ll just think, ‘oh you’ve got that
diagnosis, so it’s not that serious’.”

Being dismissed by mental health services

Following a discussion about the possible
consequences of not being detained, both
positive and negative, young people went on
to describe how it feels to be dismissed by
mental health services:

“It can sometimes just feel like you’re
drowning and you’re reaching out and you
want someone to help you but everyone's
just telling you that the water isn't deep
enough yet.”



“It can reinforce trauma as well, because
some people in the past may have been put
down or seen as unworthy and things like
that.”

“Sometimes it feels like | need to prove
myself as well so, if what I'm doing isn't
worthy enough of help, it’s like what's the
next step | can take so people see me worthy
of help?”

Young people reflected on the deeply hurtful
label of ‘attention-seeking’ and strongly
rejected the idea that needing help is ‘bad’:

“There was a time when | was crying out for
help because | was trapped in a really horrific
situation...every time 1'd built myself up and |
was ready to talk about it, | was ready to get
out...and every time | got, ‘ah, it's just a cry
for help’. Why is asking for help so bad?”

“A lot of people say, ‘oh she’s done this on
purpose so she goes to hospital’, and maybe
they have done it on purpose because they
want the help. The fact is, a well person
doesn’t put themselves at harm in order to
receive help.”

"I think people dismissing how you feel, and

how horrible you feel inside, just makes you

feel invalid and makes you feel like you have
to show them more, and become even worse
to get them to listen to you and actually get

them to help you."

“I was actually arrested for attempting to
take my life because the hospital said, ‘she'’s
not serious, because we've seen her so
recently, we won't take her back’. They
ended up arresting me, so I've got public
nuisance on my records now. | was already
feeling like a complete burden and like the
world was better off without me and it was
all confirmed for good that I'm a 'public
nuisance'. They said they were doing it just to
help me. | don't understand what help
locking me up in a custody cell for over 24
hours and forcing me to do a police interview
did for me. It did the opposite of helping me.
I couldn't leave my flat for a month, my
attempts [to end my life] got much more
serious, | was isolating myself from everyone
around me.”

Suitability of mental health inpatient units

The Draft Mental Health Bill seeks to protect young people with autism and/or learning

disabilities (and adults) from being detained. It contains new definitions for autism and learning
disabilities underlining that these are different to having a mental health problem. In the Draft
Mental Health Bill, young people who have autism and/or learning disabilities cannot be
detained under section 3 of the Mental Health Act 1983 (assessment and treatment) unless they
also have a mental health problem. This would mean that the longest time a young person with
autism and/or learning disabilities who doesn’t have a mental health problem could be detained
under the Mental Health Act 1983 is 28 days, under section 2 (assessment).

“I’'ve got autism and ADHD and | don’t think
it’s fair to use that to put us on a section 3,

Young people agreed that mental health
inpatient units are not the right place for
those with autism and/or learning disabilities, for example...I really struggle in hospital
because of trauma and for a lot of autistic

people it’s not the right setting, it’s not

but they also stressed that there is often no
suitable, alternative place where their needs

will be met: therapeutic at all.”



“I personally don't see why being autistic or
having a learning disability is enough
grounds to section someone...I think it needs
to be really clear that if that is going to
happen what exactly is the aim and how is it
going to benefit them because hospitals are
hectic, unorganised, loud places.”

“It’s easy to say we won’t keep patients with
a diagnosis of autism sectioned for longer
than a month unless they have a mental
illness, but what’s the plan after those 28
days?...I completely agree it’s the wrong
place, but the fact is — there isn’t a right
place.”

Some young people highlighted that many
autistic young people have mental health
problems and therefore, for autistic young
people to receive the help they need for their
mental health, inpatient units must adapt to
their needs as a young person with autism:

Needs of the individual

Young people stressed the importance of
being treated as an individual, and having
their needs understood and met. They shared
what can happen when a young person’s
individual needs are not known, or they are
ignored or misunderstood. They also reflected
on the consequences of health professionals
fixating on a particular diagnosis:

“With my longest admission, | didn't have a
diagnosis yet and | think if something like
this was passed, to like pay more attention
to people’s individual needs, that would have
made such a difference to me and other
people that | know that got diagnosed later
on.”

“A lot of autistic people do have mental
health issues as well, and there is a real issue
with inpatient support not being suitable.
Young autistic people with mental health
conditions remain unprotected when units
are not suitable for them.”

“I was told that | was too complex because of
my physical health, mental health and
autism and it makes you feel like you don't
belong anywhere and that made my mental
health worse, and | was kind of thinking
what's the point of getting better because no
one wants to help me because I'm too
complex. No-one’s too complex, like the help
is out there it just means that services need
to help find that help for you.”

“It turned out | was misdiagnosed in the end.
I was given incorrect support and it caused a
lot of suffering for me which could have been
prevented if they just decided to look past it
[borderline personality disorder] and work
out what could be going on with me.”

“I think a lot of the time everything is
suddenly coloured by a diagnosis. So, if you
self-harm, it's attention-seeking because of
BPD (borderline personality disorder). If
you're hearing voices, it can't be anything
else, it's got to be like pseudo hallucinations
from BPD. Once you've got that diagnosis,
it's really hard for them to consider anything
else even if you say: ‘I think that might not
be the right fit for me’. It affects all of your
treatment.”



“Hospital makes you worse”
Everyday life and safety in a mental health inpatient unit

“I’ve never felt more unsafe than when I’ve been on wards. | think they’re the most scary place

that a child or young person could ever be. It’s a catchphrase, ‘hospital makes you worse’...
Everyone makes jokes about going into hospital with one problem and then leaving with
trauma, new behaviours, new diagnoses, assaults, PTSD — it’s awful.”

Changes to mental health legislation must be informed by the everyday experiences of children
and young people living in mental health inpatient units. We asked young people whether they
felt safe in mental health inpatient units. Below we share their responses under a series of

overlapping headings arising from their accounts: respect and dignity; treatment from staff;
violence between children and young people; inappropriate responsibility on patients; restraint
and seclusion; and being on your period in hospital.

Respect and dignity

Young disabled people shared examples of
their individual needs not being met while in
hospital, which left them feeling disrespected,
excluded and not understood:

“l use a walking aid all the time and the units
that I've been on have been spread out
across like multiple floors...at my most recent
admission they did have an elevator but the
only people that ever used it were like
maintenance people...it was used more as a
storage space...I was given the option of, like,
struggling to try and get up the stairs with no
support or miss out on the things that other
people were doing.”

“There is a distinct lack of safety measures in
place for disabled people when it comes to
bathrooms in mental health units. From my
experience there hasn't been a red cord
present in bathrooms for if a disabled patient
has fallen and is struggling to get up. [Also]
in units where a bathroom is in the patient's
room, there can be issues around falls in the
shower as typically there doesn't seem to be
a room with a wet room or a bathroom with
grab rails for disabled patients.”

“l have kind of the dual experience of the
mental health side and the physical health
side, as someone that's disabled as well. It
can go both ways, so in some circumstances
talking to someone about my physical health
they’ll dismiss it instantly as anxiety or to do
with mental health. I've also had it the other
way around, reaching out for mental health
support and being very quickly dismissed like,
‘well you wouldn't feel this way if you
weren't in pain because of your physical

rn

health issues’.

“l was diagnosed with bipolar and BPD, like
they diagnosed me with anything but didn’t
actually notice that I could be autistic. When
I had episodes and meltdowns because of the
loud sounds they tried to say | was
misbehaving and acting out because my
peers were having incidents, but | was just
overwhelmed.”

One young person described lack of action by
hospital staff to protect patients’ privacy on
social media:

10



“The use of phones on wards...Even though
they tell you not to like film or take photos of
other patients, I’'ve been on wards where
other patients have been like making TikToks
or making videos in communal areas and
their videos have got other patients in the
background who have not consented to
being in them and don't want their face
plastered everywhere.”

Other young people recounted dietary needs
not being recognised and met:

“l know people who have been inpatient and
that have specific dietary needs either due to
allergies, intolerances, or religious needs,
that sort of thing, and there isn't always the
options there for them in inpatient units or if
there is it's a lot more limited than it is for
other people.”

Treatment from staff

Across all of the focus group discussions,
there were shocking examples of staff
mistreatment:

“When | was in hospital, my friend had just
been discharged, and a member of staff
asked how she was doing and | said, ‘she
seems to be doing alright’, and they said, ‘oh
that’s very rare for people like you, you
usually end up in and out of this place until
you end up dead’. That just really affected
me because | thought what’s the point in
trying if ’'m going to end up like that.”

“Staff acted like my incidents were

bad behaviour and that | should know better
and made me do things like clean up my own
blood after a bad distressing incident. They
made me feel so awful.”

“We are always served raw meat, and staff
and patients don’t get the choice for halal
food or access to vegan food.”

One young person mentioned a lack of care
and urgency from hospital staff when patients
experience side-effects from medication:

“There needs to be better measures in place
to report medication side-effects...When you
speak to staff, they usually say to wait until
you've seen the doctor who is only in on set
days. This can lead to you experiencing
horrible side-effects for days until you see
the doctor because if you refuse to take the
medication causing the side-effects you'll be
labelled as refusing treatment. For me, | was
left so fatigued | was falling asleep
constantly and couldn't even walk to the
area we ate for several days, after being told
I wasn't allowed to stop the medication
without speaking to the doctor.”

"I've also heard of staff refusing to clean up
or perform first aid on self-harm injuries
because they feel they shouldn't have to
spend time on something you've done to
yourself. Obviously, this can lead to a risk of
infection."”

“When my friend passed away on the ward,
they put me on a 1:1 and the staff were so
awful in dealing with this. | had a staff
member who would like refuse to speak to
me and she bullied me for the whole of my
admission because she associated me with
my friend, and she was so nice to me before.
She made me feel guilty and like it was my
fault that my friend had died and that was
when my OCD was already telling me [that it
was my fault my friend had died] even
though it was down to the lack of care of the
ward. When | was having incidents [of acute

11



distress and loss of control] and she was on
‘response’ she'd like walk in and then just
walk back out and walk away and pretend
nothing was happening which is obviously
really dangerous. | reported her a few times
and professionals on the ward were well
aware that this was happening, but no-one
seemed to really care and [they] allowed it to
goon.”

“I was struggling with an eating disorder but
this unit wasn't specialised in eating
disorders...| wasn't allowed access to
bathrooms after | did eat or drink because of
the risks, but one time I genuinely felt sick. |
asked a member of staff if they could open
the bathroom door as | knew | was going to
be sick. She said no and just ignored me. |
went to my room and lay on the floor and
then eventually threw up. It was an awful
experience and | felt awful. Once | felt better,
I left my room and told the same member of
staff that I'd been sick on the floor. She
sighed and rolled her eyes, got some cleaning
supplies and told me to clean it up. She said it
was my fault and my responsibility. | cried
and cleaned while she watched from the
door...she seemed to look at me like | was an
inconvenience to her. | hid in my room
afterwards because | felt ashamed even
though I did nothing wrong...If they'd just
listened, it would have been handled so much
better.”

A couple of young people shared very positive
examples of staff respecting them as
individuals, and showing they cared:

“I didn't talk for a very long time when | was
in hospital, and | was listening to my music
all the time. One of the staff members one
day come in my room and he drew 2Pac on
the wall and it was like then | felt like
someone was listening to me even though |
wasn’t talking to them, and like what | liked.
It is nothing to do with my treatment, but it
was still like seeing me as a person rather
than like just a thing.”

“It’s the little things when you suddenly
realise someone cares. Just two days ago, a
staff member came back from being off sick
for about 3/4 months. She said she was
looking through the notes on her phone the
night before and she found a note that said:
‘Cherry Pepsi Max’, and for ages she couldn’t
figure out where it was from. She wondered
if it was me, so then she brought in a Cherry
Pepsi Max and she opened it and stared at
me and | was like, ‘that’s my favourite
drink!.”

First person account: punished for simply being unwell

“It felt like | was being punished a lot of the time for simply being unwell. When |
eventually was allowed leave to go to places with patients and staff, one place we visited

was a zoo. | found being around animals therapeutic, we fed meerkats and all sorts of
animals. We got to hold and look after bunnies. | was happy here. It was a safe place.
Anyway, staff had this new system where you have to participate in every activity to be
allowed to go to the zoo which I find ridiculous because they should consider how it’s
really draining being in hospital and you need time alone sometimes.

12



I was requested to go to the main entrance hall to help sell fruit. | panicked and said |
couldn't do this. A female member of staff had a go at me and said | had to, or | wouldn't

go to the farm. | tried to explain to her how my eating disorder was really loud and too
much. The idea of touching food freaked me out as | thought I'd absorb calories. I also
didn't feel up for talking and trying to sell fruit. | wanted to skip this activity and, because

of this, my punishment would be me being excluded from the zoo visit. | had a meltdown
and was in a bad way and this member of staff didn't care and said it was a fair
punishment. She didn't listen to how broken | was over the idea of touching fruit, despite

knowing | had an eating disorder. | felt so embarrassed as | basically had a meltdown in

front of staff and my peers.

Eventually, some staff managed to talk this staff member into letting me go, but she said

I'd been manipulative and unfair and broke the rules. She made me feel so awful and it

ruined the experience for me as it was now tainted with this horrible memory. It was
supposed to be a therapeutic visit to the zoo, but it became a thing where you had to do
all other activities to be allowed the privilege. It's unfair that therapeutic leave from the

ward could be taken away as punishment.”

Violence between children and young people

Many young people talked about violence,
intimidation and threats between patients,
and said that staff sometimes claim they
cannot do anything because this would breach
patient confidentiality:

“We've had to be locked in rooms and
cupboards while incidents have been
occurring with people trying to harm others.”

“Ive been attacked multiple times by
different patients and the response after is
shocking, but it should never have happened
in the first place.”

“Myself and a few others on this ward have
been given death wishes and death threats
from another patient and then when we go
up to staff trying to find out like is something
happening about it, we’re not told anything
because we always just get told they can't
talk about other patients and patient
confidentiality.”

“l do know someone who was basically
injured by another patient while on a unit
and when they tried to bring it up to stdff,
they were basically told we can't talk to you
about another patient.”

“When other patients threaten you, you’re
supposed to be OK with it because you’re
supposed to understand that they’re unwell.
Although I understand that, it’s also a really
scary thing because I've also seen that
sometimes they may go through with those
statements.”

“l had an experience where | was getting my
dressings changed and another patient came
up to the clinic, opened the door, and stood
there watching whilst telling me that they
'weren't wounds they were just cuts’, they
weren't 'deep enough', they were 'superficial’
and the staff didn't step in, didn't tell her to go
away, didn't even reassure me that it wasn't
true. They completely ignored it and it made
me feel like they agreed with her.”



“There was one patient that brought bleach
into the ward and encouraged me and some
other patients to drink it. We were really
unwell and were struggling and we trusted
her, so we ended up drinking it. She always
used to hit me and hurt me in other ways but
said it was a joke between friends and would
laugh it off...I1 also worried if | didn't stay in
touch with her when she left, she'd kill
herself as she would always say this to me.
She used to bring in razors for us too.
Sometimes my hands would be red and
bruised from what she did to me...I didn't
want any arguments so just accepted what
she did. Staff didn't seem to pay enough
attention to how unhealthy this friendship
was...Now, looking back, I realise it was me
being afraid of being ignored and bullied,
which had happened in my past, so | was
more vulnerable to unhealthy relationships
because | wanted that individual to like me.”

One young person described how the lack of
care from staff made it easy for potentially
dangerous items to get into mental health
inpatients units:

“If 1 left the ward for something, say an
appointment, or to see someone or
whatever, | was told I'd be searched when |
came back to the ward. | was never searched
so it would have been very very easy for me
to bring something sharp onto the ward to
hurt myself or other people because no one
was performing the searches that they were
supposed to.”

Inappropriate responsibility on patients

Young people spoke about the strong sense of
responsibility they have to look after other
patients while in mental health inpatient
units. This is because they fear that, without
their protection, other patients will come to
serious harm. Young people spoke about the
impact this can have on their own health and
recovery, and the pressure it puts on them
during an already very difficult time:

“l remember walking in on a young person
trying to harm themselves and | had to help
them, | had to scream for the staff to come,
and no-one should ever be in that situation.
Safeguarding others always comes down to
you, to help those on the ward with you and
that's not your job; that's the staff's job. It
makes you feel unsafe because what if you
don't safeguard that person and what if that
person then dies? You’d feel like that's your
fault.”

“Things like checks...there’s been cases where
I’'ve not been checked for like four hours
when I’m supposed to be checked on every 15
minutes. | actually lost my best friend on the
ward because of this as well. [Hospital staff]
are incompetent. Like falling asleep on shift. |
had a friend that was on 1:1 and | wouldn’t
leave her alone because her 1:1 was falling
asleep next to her. So, especially after we lost
our friend, we took a lot of responsibility.
Even before that we took a lot of
responsibility into our own hands which,
again, is not safe.”

“l have been in situations where | have had
to help friends who have had an incident
when staff should be helping and this leads
you to have more trauma from hospitals.”
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One young person highlighted how being
made to carry out checks on other patients
contradicts the patient confidentiality which,
in their experience, staff use as a reason not
to deal with violence taking place between
patients — see pages 13-14:

Restraint and seclusion

Young people shared some appalling accounts
of restraint within mental health inpatient
units. They strongly questioned how restraint
can ever make children and young people feel
safe:

“I never, ever felt any safer in a restraint. I've
been elbowed in my nose where my nose
then bled. Like how is that meant to make
me feel safe, or to stop me doing what I'm
doing? It don't work...Any use of force is
assault at the bare minimum regardless of
whether it's justified. Putting your hands on
someone else is assault.”

“The amount of people | know, including
myself, who have been physically injured
from restraint. I’'ve had long-term issues with
my feet and on my notes it said | might have
to have foot amputation due to being stood
on [by restraining staff] which caused an
infection.”

The same question was raised for seclusion in
mental health inpatient units as some young
people explained how seclusion is not helpful
and likened it to being in a prison:

Being on your period in hospital

Being on your period in hospital and
insufficient, or no, sanitary products received
a lot of attention within the focus group
discussions, with many young people
recounting experiences which made them feel
‘embarrassed’ and ‘horrible’:

“I've been made by staff to do other’s checks
as well, so the patient confidentiality is a
two-way street.”

“l was on a ward with no seclusion room and
when they secluded people, they would
seclude them in their bedroom. They would
lock the bedroom door. If they brought you
food, you would have to go and stand in the
corner and face the wall and they’d kick the
food plate into you. In what world is that
hospital treatment? It’s prison treatment and
it doesn't make anyone feel any safer.”

“I think the seclusion place should be in a
place that is not around other patients’ bed
spaces. The seclusion [room] here is right
next to the male patients room, so it's very
unsettling if someone has been put in
seclusion, especially at night, when we can't
go elsewhere since it's ‘bedtime’ so we're
stuck in our rooms listening to stuff that's not
helpful."

Further accounts of abusive restraint are
included on pages 20 and 28, within sections
examining children and young people’s
experiences of being informal and formal
patients, and of being placed on an adult
ward.

“Often, you’re not offered sanitary products
which is horrible especially when on a mixed
ward. And using the bathroom whilst people
watch you, it’s triggering, and | just think it
don’t make you feel safe especially if it’s one
staff member to one person.”
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“l was taking the pill to regulate my periods
and when | transferred, they refused to give
it to me. I was in anti ligs with no underwear
and | wasn’t allowed pads when my period
started. | felt disgusting and embarrassed
and wasn’t allowed in my bedroom as | was
locked out of it. It was a mixed ward and |
just felt so uncomfortable. It made me 100
times worse.”

“I’'ve had staff have to check if | actually need
a pad or not and when | gave it back they
checked it, to make sure | was actually on.”

“l had to ask an agency member of staff for a
pad and he wouldn't get me any and when
he eventually did, he said he had to watch
me in the bathroom.”

“This brings us into the issue of lack of female
staff for female patients on 1:1.”
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“What can they actually do?”

Support from independent mental health advocates

We asked young people about their
experience of receiving help from
independent mental health advocates
(IMHASs) in mental health inpatient units.
These were varied:

“Pve had really positive experiences of
advocacy...When | got onto my CAMHS
ward, the advocate would come round
religiously every Tuesdays and Thursdays
and would knock on every patient’s
bedroom and offer support every week.
When I first arrived, she came and explained
everything.”

“In terms of seeing an advocate, they were
pretty useless. They never helped me, and
they often didn't come, or I'd wait weeks to
see someone and then be told, ‘oh no they
can't come for another month’, or whatever,
so that didn’t help at all.”

Legal powers of IMHAS

Young people shared with us that they were
either confused about the impact that IMHAs
can actually have, or that they found that
IMHAs lack authority and respect from other
mental health professionals which weakens
the effectiveness of their role:

“[Advocates need] stronger legal powers to
actually hold the unit accountable.
Advocates should be able to make formal
recommendations that need to be followed
up, or the unit needs to explain in writing
why they’re not followed up...They don’t
have to do anything the advocates say, even
if the advocates are concerned.”

One young person explained how IMHAs
could do better to support young people in
mental health inpatient units:

“Advocates should be separate to the ward
but linked to it and come every week and
speak to every single patient to at least offer
the option [of advocacy support]...Advocates
just need to be like really friendly. Like I love
my advocate, she’s so lovely and when she
comes it isn’t straight into formal
conversation, it like we have a good chat
and talk about anything we’ve been doing
and then we talk about what | want to talk
about.”

“I’ve never quite understood what they have
the power to do. | feel like everyone knows
the consultant thinks that they are the big
boss, so if my advocate emails my team and
says, ‘this isn’t right about [young person’s]
care’, what can they actually do?”

“It’s clear that the nursing team don't like
them because when | tried to have an
advocate in my meetings they were like, ‘oh
it’s such a fuss’, and they would roll their
eyes and they wouldn’t have them in the
meetings because they said they were too
busy to do that and couldn’t plan it around
the advocate.”
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Young people’s awareness of their right to advocacy

The Draft Mental Health Bill makes a very significant change to which young people can get help

from an IMHA while in hospital. Current legislation states that only formal patients have the legal

right to receive help from an IMHA, but the Draft Mental Health Bill gives informal patients this

legal right too.

The Draft Mental Health Bill also creates an ‘opt out’ system for children and young people (as

well as adults) who are formal patients. Young people who are informal patients wouldn’t be part
of this new ‘opt out’ system. Instead, the Draft Mental Health Bill requires hospital managers (or

another responsible person) to give them information about their right to an IMHA and the help

that is available.

Young people strongly questioned this
planned new duty on hospital managers as
they said they aren’t very involved with
patients and their care:

“l haven't had very good experiences of
hospital managers being present on the
ward...l was very proactive in complaining
directly to them and trying to get them to
investigate but essentially they would say,
‘well we’re not really involved with the day-
to-day ward so we can’t really do anything’.
They were very hands-off and | don’t know if
the onus should be on them because it just
seems like one of those silly fluffy roles that
doesn’t mean anything.”

“With the hospital managers, they’re too
busy to even speak to you half the time
whether it’s in writing or not, like I really
doubt a lot of them would take it seriously
and | think the responsibility would be put on
the informal patient to know that they have
the right to an advocate, and to ask for it,
rather than someone to let them know.”

“l don’t think it’s a good idea for [hospital
managers] to inform people of their rights
because | mean, firstly, one of the hospitals |
was in was absolutely massive, there's no
way [it would work]. Unless hospital
managers were putting it in writing but, like,

I’m dyslexic, | can’t read on white paper, |
need green paper to read but I’'ve never been
in a hospital that has provided me with green
paper even though it’s written down that |
need green paper to read but I’'ve never been
given it. But how the hell are hospital
managers meant to go round to 13 wards,
one of which is a crisis ward...It’s just not
going to work out. The whole thing is really
vague and it’s not going to be helpful at all.”

Because of this lack of confidence in hospital
managers, one young person said that
informal patients should be included in the
opt-out system alongside formal patients:

“I really think that every child should be on
the opt-out system because if you’re
informal, you’re still just as unwell as other
patients and you still need someone to fight
your corner just as much. It’s what advocates
do and if you’re so unwell that you’re not
reading or taking in the information pack
then you’re gonna miss out on the chance to
have someone on your side, and that just
seems really wrong.”

Young people’s detailed discussions about the
realities of being an informal patient versus a
formal patient further exposed the difficulties
making opt-out advocacy a legal right only for
those who are detained — see page 19 below.
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Some young people explained that under the
current Mental Health Act, young people are
given an information pack when they are
detained which includes information about
IMHAs, but that young people are often too
unwell to take in this information:

“l got given a welcome pack which explains
people’s roles and stuff like that, so |
should’ve known but I read it once and then
forgot about it really.”

Treatment as an informal patient

We asked young people if the experiences of
formal patients compared to informal patients
supports the Draft Mental Health Bill’s goal of
making advocacy far more accessible for
formal patients.

The majority of young people explained that
their experiences of being an informal patient
were worse than their experiences of being a
formal patient. In particular, young people
said that they did not know their rights and
other crucial information as an informal
patient which affected their treatment and, in
their view, prolonged their stay in mental
health inpatient units:

“My experiences of being an informal patient
have definitely been worse and | think you're
not given as many rights. Surely you should
have access to the same rights as everybody
else...l lost my best friend in hospital, and she
was made informal very suddenly and she
lost so many rights and | do believe that had
a lot to do with [her death].”

“When | became an informal [patient], no-
one explained my rights to me for the first
3/4 months. I didn’t know | was allowed to
leave the inpatient unit at all. | stayed there
for 3/4 months thinking | was locked in...as

A young person responded:

“[Name of young person] just said, ‘l got a
welcome pack, so | should’ve known’.
Everyone has this problem. Everyone gets
given a welcome pack and they’re expected
to know what’s in it even though they’re
really unwell and not well enough to read all
that stuff and remember it. [Name of young
person] has just immediately said it’s his
fault but it’s not his fault because he’s not
well!”

an informal patient you’re sort of left to be
by yourself as if you’re not as sick as the
formal patients...You don’t know what you’re
doing, and it feels like no-one cares about
you. You just stay there for longer. Whether
you’re an informal or a formal patient, you
need to know exactly what your rights are...
your rights should be set out before you.”

“When | was an informal patient, even when
I was suffering for months, and I didn’t even
know | was able to self-discharge so | ended
up in the ward for almost a year when they
kicked me out because they ‘needed beds’
and weren’t even bothered to make a plan
for community care so it resulted in a
relapse.”

"l think that the word ‘voluntary’ is a really
difficult word because we are not
volunteering to be in a psychiatric hospital.
No-one in the world does that. It doesn’t
even make sense. Now I’m off my section, I’'m
scared to tell people that I’'m a voluntary
patient because I feel like they’ll think I’'m
making the choice to be on a psych ward. |
didn’t put my hand up and say, ‘keep me!
Leave me here!’. | just wished the words
‘voluntary patient’ didn’t exist."
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“It very much felt like when | was an informal
patient that if there was something going on
that | wasn’t happy about | had to just shut
up and get on with it.”

Many of the young people had experienced
staff threatening to section them if they tried
to self-discharge (as an informal patient):

“The times I've been informal I've like never
had anyone explain my rights to me as an
informal patient and how they differ to being
a formal patient. I'd say, ‘well | wanna leave’,
and they'd be like, ‘well we'll put you on a
‘5(2)’'*' or we’ll call an assessment now”’.
They say you're informal but are you actually
informal? | don't think you are. I think that
it's almost like a catch to get you in, and then

you can't get back out.”

“It’s so stupid because you get bribed to not
try to leave with the threat of ‘we’ll section
you’ so you might as well be sectioned. | was
told at one point that if | discharge myself,
they would just section me and not give me
leave but if I didn’t discharge myself they
would keep me informally and I could go on
home leave the next weekend. Using
informal as a bribe is so wrong and [it]
happens so much.”

“l was on the ward for 7 months and that
was as an informal patient because if I tried
to leave I'd just get ‘5(2)d".”

However, a few young people strongly
believed that their experiences of being a
formal patient were worse than their
experiences of being an informal patient. The
young people recollected very harsh
treatment towards formal patients:

“All of us formal patients felt very hard done
by and we were often told, ‘well yeah you’re
sectioned so you gotta do what we say’. For
example, | was sectioned for an eating
disorder, and | was often told, ‘well we can
tube you because your sectioned, it's not
difficult, we’ll just get it now’. You know,
treatment was much harsher and | found
that | wasn't told my rights even when | was
sectioned.”

“They would be much more willing to restrain
you if you were sectioned. So, if you were
informal, you would hardly ever get
restrained and if you were formal, you would
get restrained for practically nothing. When
you’re sectioned, it’s less paperwork to
restrain you.”

“In my hospital, even when | was sectioned
you had to beg for your rights to be read to
you and even then, the staff would refuse to
print them out for you.”

[2] Section 5(2) of the Mental Health Act 1983 allows the compulsory detention of a patient already receiving inpatient treatment for a duration of
up to 72 hours.
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“I could have picked my best friend”
The role of nearest relative being replaced by a

nominated person

The Draft Mental Health Bill introduces a new role called a nominated person to replace the
nearest relative role in the current Mental Health Act. A child or young person could then

exercise choice over their nominated person and make sure it is someone they trust. The

nominated person should know what the young person’s wishes and feelings are and support the
child or young person while they are detained under the Mental Health Act.

Nearest relative and the impact on relationships

We asked young people what they thought of
the nearest relative role in the current Mental
Health Act. Many reflected on the strain that
this role can have on familial relationships,
and some described the difficulties for those
who aren’t particularly close to family
members:

“My relationship with my mum has been
really messed with by mental health
professionals and they make us look at each
other like we’re liars and it makes it even
more confusing for me because | don't know
who's telling the truth. People lose
relationships out of it, and it made things
even more confusing for me at a time where |
didn't need it.”

“IMum] was unwell herself and I didn't want
my problems to daffect her, but | couldn't
really do anything about it. Then eventually
things got really overwhelming for my mum
and then they took it out of proportion and
got social services involved which just made
it completely worse...it could have been
prevented if they didn't make my mum
responsible and it was just a messy
situation.”

“Personally, 1 don't have the best relationship
with my mother and if my mum was ill or
something, or they couldn't get in contact
with her, my mum's got the next person to
contact as her husband who I'm not close to
at all.”

One young person shared that she was
unaware of the amount of information which
was being passed onto her mum on a daily
basis:

“One time I got voicemail from the ward by
accident because they called my number
instead of the one above which was my
nearest relative and it was basically a
handover of my day but to my mum, and |
found out that they were doing this every
single day — giving my mum an in-depth
description of how my day was...That was
pretty horrifying to hear that 1'd been lied to
this whole time and that my mum knew
everything. | can't imagine how hard it is for
a mother to hear how I’m doing when I’'m at
my worst that any child could ever be.”
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Implications of a nominated person

Despite lots of dissatisfaction with the current
nearest relative role, young people had
reservations about how the new nominated
person role could work in practice for children
and young people. Many were concerned
about the responsibility and legal powers
which come with the role of nominated
person, and questioned what could be done
to ensure that the person a child or young
person chooses as their nominated person is
actually fit for the role:

“Something that would worry me about it
would be how you make sure that everyone's
nominated person is equally capable of doing
it because the Draft Bill says that they have
extra rights and things but that must be
assumed to come with extra responsibility
and more stress on them.”

“I think that [those who are checking the
suitability of a nominated person] should
speak to them in private and really get a feel
for who this person is...They might privately
tell the person who's assessing them, ‘look |
can't do this I'm in school, I'm in work, I'm in
a pretty bad place in my head and I just can't

4

have this responsibility’.

“I think there should be a constant revisit at
how appropriate and helpful your nominated
person is and the opportunity to switch and
change it rather than a thing set in stone.”

The Draft Mental Health Bill states that the nominated person must be aged 16 or over unless the

young person is under 16, in which case the nominated person must be aged 18 or over.

Some young people expressed concern over
having a nominated person who is around the
same age as them, or who isn’t a family
member:

“l could have picked my best friend and |
probably would have just picked them as my
nominated person because they're my
favourite person. But | wouldn't dare put that
on a friend right now. | think it's a huge role...
That could ruin a young person's mental
health as well.”

“When you're in hospital, | know that
everyone's unwell, but like you can meet
people who aren’t great influences and then
if you both leave but they get admitted
again, or if you get admitted again, what if
one of you get roped into being the
nominated person?...Your nominated person

could also result in you not getting the best
care because people know how to play the
system.”

“When | was younger, | was in quite an abusive
relationship with my ex-partner who was
coercively controlling, physically abusive,
everything...If | had gone back into hospital
whilst | was with him | would have chosen him
as that [nominated] person because | would
have had no other choice to do that as he'd
isolated me from all of my friends and family...|
wouldn't have got the care | needed. He'd
stopped me from taking all my medication,
he’d make me do things that would worsen my
mental health and encourage me to do things.
Now I’'m out of that situation, | can see that it
would have potentially been very dangerous
for me in that time to have that responsibility
[to choose a nominated person].”
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“I had no one fending for me”

‘Out of area’ admissions

The Draft Mental Health Bill contains no provisions to make it harder or impossible to send
children and young people ‘out of area’, far from their family, friends and community. However,
the Joint Committee on the Draft Mental Health Bill® said that the government must use the
Draft Mental Health Bill as an opportunity to protect children and young people from

inappropriate inpatient settings such as these.

Impact on children and young people’s well-being

Young people had a lot to share on ‘out of
area’ admissions. They explained how difficult
it is to get better when being so far away from
their family and in a completely new area:

“When | was 17, that was when | was
admitted, and | got moved to Essex so that's,
like, 225 hours away from home. I think a lot
of the main problem was that | found it hard
to get better, knowing that | was so far away
from home, because it wasn't just like all my
family could pop up and have a half an hour
visit or stuff like that. Even like when | was
involved in family therapy, they expected my
parents to come in the middle of the week
which affected their work and everything like
that. So, it doesn't just affect the person
admitted, it affects the whole family as well...
Seeing [my family] get affected definitely
affected me, and as soon as | got moved
closer to home, when | was 18, | was doing so
much better because | was near home and |
had my support network around me.”

“l had an out-of-area admission when | was
16. In one sense, | was lucky because | was
told on the Monday when they said they
were looking for a bed for me that if it had
been on the Friday, I’d have been placed in
Edinburgh which is like 10/12 hours away
from where | live, and [instead] | ended up
only like 2 hours away. But it was actually
like really difficult. | felt that I couldn’t
engage in treatment and it's hard when your
family aren’t there...| wasn't even able to
Skype my parents...it was never prioritised.
You were always told there's not enough
staff to supervise you to have a video call
with your family.”

“For previous admissions I've been very
isolated. I've probably had, like, one visit out
of all the time I've spent in hospital, which is
two-ish years in and out of hospital. There
was a lot of people who had family members
constantly coming to see them, constantly
taking them out and like fighting their cases,
talking to the nurses, this and that. It really
felt like I had no one fending for me.”

[3] Parliament’s Joint Committee on the Draft Mental Health Bill was set up to consider the proposed changes to the Mental Health Act 1983. The
Committee, formed of MPs and Peers, listened to and read the evidence of many organisations and individual experts. Its findings and
recommendations were published in its final report in January 2023.
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First person account: Imagine that your child is so far away and
there's nothing that you can do

“l was moved out of area when | was 16. It was really difficult because | could only see my
parents sometimes once a week. | have two siblings and one of them can't handle long
travel, so | wasn't able to see her face-to-face until like after a year.

I wasn't able to go back home [for day leave] because it was so far. So my parents would
just have to come in on that day and we would just drive around the area. But | never
actually got to see home for a while. My family even got a cat and | wasn't even able to
see it because, again, it can't travel [long distances].

When 1'd try to video chat them, [staff] would always say, ‘oh we don't have enough HCAs
(healthcare assistants) to supervise your video call so you're just gonna have to call them’.
But sometimes we weren't even allowed to use our phones anyway, so | had hardly any
contact.

When things were like really difficult, some of the HCAs like forgot that my parents were
really far away and they would be like, ‘oh let's call your parents and tell them to come
see you’, and | was like doing really badly and it was made worse because, even if my
parents did come, it would take them like two to three hours to get there. So, it never felt
like you could rely on your parents’ support, and because they're so far away you're
scared of worrying them because you know that even if there was something that they
could have done if they were closer, they can't.”

Others shared why it was so important for
them to have their parents close by:

“| struggled a lot to eat during admissions
which wasn’t helped because | am a very
fussy eater and didn’t like the food. My
parents were able to bring food I actually
liked a couple of times a week which really
helped me to eat a bit more.”

“l was about 45 minutes from home which
I'm so grateful for because I can see from my

Impact on visits

Among the young people who have been in
hospital ‘out of area’, there was an emphasis
on feeling guilty and pressured when family
and friends made long journeys to visit them:

perspective how hard it would have been for
people who were hours away because one
problem is that I often refused contact from
my family for months and months and
months. My parents at one point would come
to the ward - so general and inpatient ward
—every day and asked if | wanted a visit and |
would just shake my head to the person who
comes to my door. But then there was one
day where | said ‘yes’, and they walked me
down the corridor and my parents were
there.”

“For my parents to visit they would have to
take a whole day off work because the travel
there and back would have taken that long.
So, I wouldn't have been comfortable
knowing that and it would have put a lot of
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pressure on myself knowing how much effort
and time they put into visiting. I felt
obligated and pressured if they did come;
that | would have to see them because
they've come so far.”

“With, like, people coming from far away you
can't cancel a visit and you’re forcing yourself
to do stuff...It's just a lot of pressure that you
don't really need when you're already in that
situation.”

Impact on settling back home

Young people explained that being far away
from home meant that they were unable to
have frequent visits to their family and
friends, or any visits at all, which made it
harder for them to settle once they were
discharged:

“In the 6 months | was in hospital, | only had
one home visit as it was a 5-hour round trip,
so | was never having time at home which for
me in recovery is so important to transition
me back to the community. All | knew for 6
months was the four walls of the hospital
and the local area, which I didn’t know.”

Suitability vs distance

A few young people were concerned that, in
keeping children and young people ‘in aread’, it
could stop them from receiving specialist care
in line with their needs:

“I was placed on a unit with primarily people
with eating disorders, and | don't have an
eating disorder so it was not the right setting
for me. | would’ve preferred to go
somewhere a bit further away if it had been
something more suited to my needs. A lot of

The young person who shared that her
parents had visited her each day, in the hope
that she would feel able to see them,
reflected on how this may have affected her
had she been in hospital many miles from
home:

“l can't imagine what it would have been like
if for months | hadn't seen my family and
then, when I finally felt ready, knowing it
could have taken two hours [or] three hours
and then be worried that | wouldn't be able
to keep that up.”

“It's hard to transition afterwards if you
haven't had those home visits or as frequent
visits because you haven't had the
opportunity to readjust to being at home. So,
you're going from like a very controlled
environment to a very chaotic one which you
don't really have much control over. So, it can
be a very very very big change which they
don't always prepare you for.”

“If  was in an area closer to home | would
have had more contact [with family and
friends] and it wouldn't have been as hard for
me to go back [home] after | got discharged
because everything was so different.”

the time people are placed quickly without
considering what kind of unit is going to be
helpful for them and what kind of unit is
going to be unhelpful and potentially cause
further problems.”

“The ‘suitable’ is about the area but also
about the type of ward. The reason they
wanted to send me to Edinburgh was
because it dealt with eating disorders and
other types of risks and there are barely any
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other places unfortunately in the UK that do
both, like personality disorders and eating
disorders. If we insist on children staying in
area, would they end up being sent to a ward
which is completely unsuitable and could
derail their recovery as well?”

“l was in a situation with two units being
available with spaces and being forced to [go
to] one that wasn't as specialist because it
was closer to me, despite my preferences.”
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“I couldn’t even have my teddy”
Being placed on an adult mental health inpatient unit as

a child

The Draft Mental Health Bill contains no provisions to stop children and young people being

placed on adult mental health inpatient units. The Joint Committee on the Draft Mental Health
Bill said that the government must use the Draft Mental Health Bill as an opportunity to protect
young people from inappropriate inpatient settings such as these.

Differences between child and adult mental health inpatient units

Not all of the young people taking part in the
focus groups had experienced being on an
adult mental health inpatient unit as a child.
However, some highlighted the clear
differences they saw as they moved into adult
inpatient care once they turned 18:

“Adult wards are worse so it’s a shock going
from a CAMHS ward. Even just like the
appearance of the ward: it isn't coloured in
pretty writing, bubble writing and murals
and trees on the wall, it isn’t like that.”

“I've also had experiences where like older
men make inappropriate comments to me

and it can be very uncomfortable and it
doesn't make you feel safe.”

“I've seen a lot of naked patients on adult
wards. At one point on my ward, I'd seen all
of them naked at some point...You just don't
know how to deal with that.”

“l was in year 12 when | was admitted, and
they moved me when | turned 18 to an adult
ward so | didn't get any education. And there
was no school and no time for school in the
adult unit, but | was meant to be studying for
my A Levels and there was nothing | could do
about it.”

Interactions and treatment as a child on an adult mental health

inpatient unit

Of those who had experienced being on an
adult mental health inpatient unit as a child,
many recounted negative interactions they
had with adult patients:

“I was placed on an adult ward when | was
under 18 and | was still a child, and there was
all the men who made comments towards
me.”

“An older woman came into my bedroom and
opened my bathroom whilst | was doing my
business and then | was the one who got put
onl1:1.”

Even when adult patients were very
supportive, the environment was still
experienced as terrifying for a child:

“l was on an adult ward for about 48 hours
when | was 16...Even though | was treated
really well by the patients there | was still
absolutely terrified because | was surrounded
by proper adults, some of whom were really
unwell and didn't know what was going on
and might attack anyone at any point...It was
very physically intimidating because there
was lots of people who would have been a
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lot stronger than me there that were not well
enough not to know not to hurt people.”

Young people said that staff forget that they
are children when they are placed on an adult
mental health inpatient unit. Two separate
young people referred to not being able to
have their teddies:

“Staff refused to get my teddy when | was
forced into an ambulance because | ‘don’t

/4

need my f-cking teddy’.

“When you have autism on an adult unit, |
have known people being bullied by staff for
it...I know for me I was laughed at for
‘stimming’ by staff.”

First person account: | couldn't even have my teddy at one point
and that was my one bit of comfort

“l was on an adult unit for over 50 days [as a child], and during those 50 days | wasn't
allowed to mix with anyone else. | was kept on 2:1, 6:1, and | wasn't allowed to mix with
any other patients. At one point, a girl who must have been about 18 or 19 at the time
come in and asked if | wanted to play Connect 4 and she was dragged out the room
because it was classed as safeguarding.

There's lots of like naked people and stuff that you would sometimes see on CAMHS
wards but not to the extent that you see on adult wards. There was some very scary stuff
that happened there...I got no input apart from physical restraint, that was the only thing
I had for over 50 days straight.

The staff on the ward were not trained on child restraint so often | ended up really hurt
and often they would call response and it would be like really big men who were used to
going up to forensics to restrain people, and then coming to restrain me, a little girl at the
time basically. It was horrific. | found that they were so much more restrictive, like |
couldn't even have my teddy at one point and that was my one bit of comfort. It wasn’t
nice. No activities, no nothing. Because | was younger it was almost like they wanted me
to grow up and so treated me like an adult, even though | was nowhere near that age. It
was difficult for me because | wanted to do my colouring and play on my [Nintendo]
Switch and stuff. But it’s like, you shouldn’t be doing that, you’re on an adult ward so
we're gonna treat you like an adult and we expect you to behave like an adult.”
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“A better idea of what works”
Advance choice documents

There is no provision in the Draft Mental Health Bill for advance choice documents for children

and young people, or for adults. Advance choice documents hold information about a patient’s

wishes and preferences for care and treatment should they ever (temporarily) lose the capacity ¥

or be deemed not to have the competence I to make decisions.

We asked young people if they believe
advance choice documents would be
beneficial for children and young people and,
if so, what they should contain.

Young people thought that advance choice
documents would give children and young
people (more) control over their care and
treatment, and provide helpful information to
mental health professionals about their
individual needs and preferences:

“Maybe they could include information on
how best to approach someone when they
are in a crisis. | know from experience people
go straight for restraining and a lot of the
time that makes situations much worse and
much harder to calm down from. Maybe it
would be more helpful for the people in
charge of their care if they had a better idea
of what works.”

“l would want to see information about the
young person and their interests and values
or goals, as well as what their wishes were
regarding treatment in differing levels of
crisis or for an admission. [Also] who they
want as their nominated person as well as
who would be OK to liagise with if they
needed to share information.”

“Also just giving that person a bit more
control in their care as it can feel really
difficult having lots of people make decisions
for you when they aren't necessarily the right
ones.”

[4] The Mental Capacity Act 2005 presumes everyone has capacity from the age of 16.

[5] In this context, competence means the understanding and ability of children under the age of 16 to make decisions about their health care and
treatment. Often referred to as ‘Gillick competence’ because of the case taken to court by Victoria Gillick: Gillick v West Norfolk and Wisbech AHA
[1985] UKHL 7 (17 October 1985).
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“You’re not going to find a black and white way of doing it”

Assessing competence

There is currently no clear and consistent approach to assessing whether a child under the age of

16 is able to make decisions about their care and treatment (is ‘Gillick competent’). Many are

concerned that those under the age of 16 will not benefit as much from the Draft Mental Health

Bill as they should. This is because some of the most significant improvements set out in the

Draft Mental Health Bill apply only to patients who are presumed in law to have the capacity to

make their own decisions.

We asked young people if they had thoughts
around how children’s competence to make
decisions could be assessed consistently, and
how mental health legislation may be
amended to reflect this:

“As someone that has like learning issues,
and it could very easily get to a place where
people are trying to argue that people like
me struggle with learning and stuff like that
and understanding things. | think it would be
way too easy for people to try and argue
we’re not competent even if we are...You’d
have to try and avoid some of the like biases
and assumptions around certain conditions
and certain difficulties.”

“l find as soon as you are sectioned, for
example, they don’t listen to you because of
lack of capacity. I think capacity needs to be
assessed as you can lack capacity in one area
but have capacity in another area such as
having preferences for treatment.”

“If it was in law then the inequality of using
and applying the law would have been sorted
out because everyone would have to follow
it.”

“The problem is you're not gonna find a black
and white way of doing it. It's gonna be like
really hard to word that, especially, say, for
two people who are presenting in similar
ways, but there's a different context that can
change things entirely. So, if, for example,
I'm acting a certain way but that's normal for
me, you might say ‘well she could still be
competent’. But for someone else who isn't
normally like that, there might be the
argument that they’re not competent
because in that moment they're not in the
right headspace. I think it's just going to be
so subjective.”

“Maybe [you could have] a similar outline to
the Mental Capacity Act which is that
everyone is presumed to have capacity unless
there is strong evidence against. Then if there
is evidence, and like a whole formal
assessment with like mental health
professionals, and | know it might be a bit
more difficult with younger people, but |
think definitely have the starting point of
everyone to be presumed to have that
capacity and understanding to make
decisions.”
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Children and young people being respected, no matter what

Regardless of whether a child or young person is deemed able, in a particular moment or period

of time, to make decisions about their hospital care and treatment, they retain the right to be

treated with respect and dignity, and to have their wishes and feelings taken seriously.

Throughout our focus groups, young people stressed the importance of being known and
understood as an individual human being, and having trusting and respectful relationships with

health professionals. Although we close this report with young people's powerful calls to be

heard and taken seriously, this is where their experiences should always start.

"l feel like a lot of the time my wishes
weren’t listened to. So, for example, | was
really pushing for supported living, and | was
told like, ‘you don't need that, you’ll be fine if
you go back to your parents’, when | knew
my parents wasn't the best place for me. |
really had to fight to get supported living and
now things are so much better than they
were when | was at home, when | was with
my parents. | think it is really difficult
sometimes for people to actually listen to
what you want and they kind of assume they
know better than you, but obviously you
know yourself better."

“l just found it really embarrassing when my
mental health was really bad and | needed
the help and they [mental health
professionals] was telling me I didn't need
the help. It felt like | was screaming but no-
one was hearing me and it’s like, ‘how loud
do | have to scream?’...Each time | just felt
like no-one will listen until it is too late...My
situation had to get to the worst of the
worse, to the point where like it is incredibly
hard now for me to get my life back, for
people to intervene and for people to
actually step in and do something.”

"I was very much isolated [in hospital].
Because | wasn't demanding, and | didn't
shout, or wasn’t aggressive, they didn’t need
to give me the time. Because I'm quite quiet,
it always appeared like | was fine and
because I'm autistic I'm quite good at
masking."

"I've always found that the people | open up
to most about my thoughts and wishes are
people who I already had a relationship with
because | had a consuming sense of guilt
about everything in my life; it meant that |
felt like | could never say things. It was deep-
rooted that my voice didn’t matter. | was
mute for 10 months of my last admission.
This past year, there have been a few staff
members who are like my favourite people
on the planet, and not like in an obsessive
way. But just the way they treat me like a
person instead of a patient. And then,
gradually, | just speak to them about
anything. A staff member like the
psychiatrist, who's maybe seen me three
times in my entire admission, came down
and said, ‘what do you want’. | wasn't going
to start spilling the beans about everything
and that is just logic. No one’s gonna do that.
I think the most important thing is just
common decency and friendliness."
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