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Introduction: Why is it so Important to Involve Family Members
(Carers) in the Complex Rehabilitation Project?
When loved ones are returned back to the community, in some cases it is the family
members who shoulder the majority of the weight of responsibility in terms of caring for
them. It is important to know what family members need to help support them in their
caring role, to ensure that the placement in the community does not break down and the
service user does not become trapped in a cycle of admission and discharge from services. It
was also noted that in a number of instances, family members also had significant mental
health difficulties of their own to manage.
It is important to know what family members need for themselves to support their own
mental health and overall wellbeing, as they have their own intrinsic needs and must be
able to maintain their own life outside of a caring role. It is useful to know what support has
been offered to families in the past, if this has been useful and if this can be improved to
help families and their loved ones in the future. Following this, the feedback collated in this
report will be used with a view to improve carers input into the care system going forwards.
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Methodology

(Fig. 1)
The types of methodology used when working with carers were interviews and email
interview responses (fig. 1). The sample comprised the carers whose loved ones fell directly
into the original complex care project cohort and family members who had direct recent
experience of inpatient complex care within the West Yorkshire ICS regional footprint. This
increased this sample size from 7 family members to 12 family members. We also made
note where the family’s voice has been documented on CPA (Care Programme Approach)
plans and reports. In a lot of instances it was difficult to gain an in-depth family perspective
from the retrospective desktop reviews due to minimal information being recorded.
(Retrospective desktop reviews combine information gathered from historic admission and
CPA documents which were then collated by the project team.) However, service users all
had varying levels of contact with family members so this may have been a factor as to why
this was so.
We looked to further deepen our understanding by interviewing professional staff within
the field that have extensive experience of working with carers. Once we developed themes
from the data produced we looked to pass on this information to carers groups to see if
these themes were indicative or recognisable to other carer experiences. We also found it
useful to go back to historical documentation to look for carer involvement contacts and any
insights useful to the project aims.
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We looked to put together an interview schedule around what we felt matters most to
carers, and ensure that this was fed back to the wider project team. We had to look to adapt
working practices to corona virus restrictions. So instead of face to face interviews or face to
face focus groups, we looked to use telephone interviews and conference type video call
interviews along with the use of email interview questions, which could be sent to
respondents.
We had to look to overcome some challenges including:
-

assessing who it was appropriate for us to make contact with;
making the initial contacts with new carers who we had no previous connection
with;
securing their agreement to take part in the consultation.

We found that the best method to gain carer participation was for them to be first
contacted by NHS staff that had the ‘inside track’ on their care and be able to explain the
project to them. We could send them a follow up email or letter, phone call or text.
Once an interview had been arranged we asked for consent to record it so we could
transcribe and have an accurate account of what was said. We had the opportunity for both
researchers to be both present at the interview which meant we could share questions and
both be able to listen carefully to the responses. We then looked to transcribe and compile
the responses and arrange the data into themes.
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Challenges
There were a number of challenges faced when attempting to liaise with carers for the
report and these have been recorded below:


Due to Covid-19 restrictions the project was placed on hold for a number of weeks.
Consequently we were unable to make a start on contacting family members as soon
as we would have liked, which in turn impacted on the number of people we were
able to make contact with. This reduced the numbers of carers contacted for the
project overall.



Agreement to contact family members/carers was not noted on the initial consent
form completed by service users at the start of the project (as it was felt best to ask
the service users who had consented for this information face to face later on).
When service users were seen face to face, this question was not always asked, so
service users had to be contacted again to ensure that this was okay, which again
created delays.



Out of date information caused further delays. Where consent had been given by
service users to contact family members/carers at the start of the project, this
information was now out of date by around 9 months. In order to prevent additional
issues and distress for service users and family alike, we felt it necessary to go back
to service users and make sure that the information we held was still correct and
that it was still appropriate to contact their family members. There were delays in
receiving this information and in some instances this information was not received at
all which again impacted upon the amount of family members/carers which were
asked for feedback.



In a number of instances carers were contacted regarding the project however did
not get back in touch with us or declined to take part.



Covid-19 restrictions also meant that we were unable to meet family members face
to face, which could have impacted on the information we received - however family
members were offered other modes of communication such as video chat,
telephone call and email.
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Initial Themes
[Please note that all names of service users, carers and any other party have been changed
to protect confidentiality. Any further information provided which may have helped to
identify service users e.g. hospital name and location has been removed also.]

(Fig. 2)
We worked in the same way with family members as we did with service users – we collated
all the feedback given and arranged this into core themes (Fig. 2). Interestingly, the things
that were really important to family members were extremely similar those core issues that
service users had already identified and highlighted. The core themes for family members
were Transitions, Communication with Staff, Hopelessness vs Hope and Carer Wellbeing.
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1. Carer Wellbeing

(Fig. 3)
A clear theme which has come from listening to carers is the emotional toll supporting a
loved one in a complex rehabilitation hospital has on the carers’ own lives. This provides a
challenge for them to manage their own mental health and wellbeing with the individual
and family resources they possess:
“Very stressful, very stressful, it’s put years on me to be quite honest. It’s made me a very
anxious person, wondering what he’s up to, wondering if he’s trying to do something to
himself again.”
They really want their loved ones to be safe, well and moving towards recovery but this
hope can seem very fragile and can come under threat from any number of variables and
stressors, whilst simultaneously, seemingly only slow progress often being made by their
loved ones towards recovery. Carers seem to have a very difficult time, especially in the
early days when a family feels they can no longer cope with the impact of their loved ones
illness:
“You have to be seriously ill before action can be taken. Lots of ringing the police to deal
with the situation, are they the right people?”
In some cases the initial crises suffered by the service user leads to desperation and ringing
round GPs, mental health agencies and the police searching for the right help. They
6

reported a feeling of ‘not being listened to’ and were frustrated by the seeming lack of
responsiveness of services in comparison to the distress their loved ones were experiencing
to reach the stage of being officially Sectioned under the Mental Health Act.
Carers report initially being confused at having to navigate a whole new set of professional
people, mental health systems and a new language that goes with it. They feel they have to
immerse themselves to try to adapt and get to ‘know the system more’. Client confidentially
can also lead some carers to feel that decisions are potentially being hidden and made to
suit the service need rather than meet the need of the carers.
Other emotional impacts on wellbeing reported back were carers who felt transference of
negative emotions on to them in the form of: anger, frustration, blame and guilt as their
loved ones struggle to come to terms with their current situation. Why have I been “locked
up when I have done nothing wrong?”
Carers’ emotional wellbeing was affected by other impacts on the family, including loss of
ability to socialise, impact on work, not having outings and holidays, worrying and fearing
for the future and how to provide for their loved ones in uncertain times:
“The impact has been unbelievable. I think the first thing was on my job. I gave up a
career which I had for 31 years… It was impossible to carry on doing that responsible job
with everything that was going on.” She further stated: “I can no longer work, what is our
financial situation now?”
This future planning included the wider financial underwriting of their loved one if they are
unable to work or provide for themselves in the future, and also a concern for how they
budget and handle money on a day to day basis. Some questioned the necessary safeguards
to help prevent financial abuse of service users in the community.
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2. Transitions

(Fig. 4)
Carers were impacted by their loved ones transitions through treatment services. The above
diagram (Fig 4.) attempts to highlight some of the issues faced by carers during these
transitions.

From wellness to illness
Many family members felt that they had not been listened to or supported enough by
professionals when they had expressed their concerns at the very start of their loved one’s
illness. When concerns were expressed by family, the majority feeling was that professionals
were not proactive or reactive enough in supporting them with their concerns. Many
families felt that they were passed from one service to another, as part of a process that
professionals adhered to, but felt no further forward with regards to getting support. This
process began in GP surgeries, and would involve other services such as Child and
Adolescent Mental Health Services (CAMHS), the Community Mental Health Team (CMHT),
the mental health Trust crisis team and the police before service users were assessed and
brought into rehab services where an adequate amount of support could be given:
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“…she became extremely ill and then living here, it was absolutely terrible. It was around
a year, but I gather that is quite a short time compared to others, before she got any
help.”
In some instances services users had become very unwell and at a point of crisis before
family members were listened to and their concerns taken seriously:
“When she was in the community we could barely keep her alive, she was attacking me,
we were ringing the police once or twice a day, the crisis team, I was locking myself into
bedroom, sometimes the ambulance would come, A and E triage was a joke…we were
ringing the crisis team and they wouldn’t come.”
Some family members felt that if their concerns had been listened to much earlier on and
were given the right support at the right time that their loved ones behaviour needn’t have
escalated to crisis point, and the extent of their suffering and incarceration could have been
avoided.
Child to adult services
In a number of instances following a transition from CAMHS to adult services, patient
confidentiality became a barrier to carers having further information and understanding
around what was happening whilst their loved one was in treatment:
‘…there have been occasions when things have occurred and we have not been told in
timely fashion, and in part because Khadeeja has not given her permission to share
things.’
The carers go on to state that:
‘One of the key problems are the difficulties that families have when a child becomes 16
and enters that grey world of being an adult yet is also dependent upon parents/carers
for so many things.’
This change in procedure sometimes left carers feeling disempowered, and as though they
no longer had a ‘full picture’ as to what was happening and were left feeling as though they
couldn’t help as much as they had done previously. Carers feared that as a direct result of
this, professionals could miss out on their important insights on how to best support their
loved ones. Carers felt that professionals should judge each individuals case separately to
determine risk when sharing information – as oppose to an unhelpful blanket response.
Some carers also expressed concerns around the lack of consistency of care once their loved
ones had entered treatment services:
‘Another area of concern has been all the changes of hospitals (4) staff (About 7 different
consultants, 3 Care co-ordinators, about 7 key nurse workers) that [name redacted] has
experienced during her 20 month hospitalisation. This has meant that she has had to
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endure the stress of explaining and repeating her terrifying experiences, over and over
again. I have also felt distressed having to see her in this situation.’
Where applicable, family members were asked about the care their loved ones were
provided from adolescent to adult services. In some instances it was felt that there was a
greater level of support in adolescent services compared to adult services. Family therapy
was offered via the CAMHS team and was beneficial as:
“…we found very helpful to share or feelings and encourage us to talk about what was
happening with Khadeeja and with us as a family.”
Sessions were also offered at two adolescent units which “…helped Khadeeja and us to be
much more honest and open about what was happening to her, the impacts on all of us and
the impact Khadeeja’s illness had upon her.”
When considering mental health support services it is also important to consider what other
services are located in the same buildings, and how this might impact upon the service user.
A mum mentioned that her daughter had been to the CAMHS service for support however
this service was next to a STI (Sexually Transmitted Infection) clinic and her daughter was
extremely embarrassed to go, and so stopped attending after two sessions.

Difficulties supporting loved ones in the community
When loved ones were transitioning back into the community, a number of family members
did not feel adequately supported or equipped enough by professionals to help them look
after their loved ones mental and physical health needs. In one instance due to historic
erratic behaviour a family were reluctant to see their loved one without an escort. Families
offered as much support as they could, but they consistently worried about doing “more
harm than good.” They reported being concerned about saying or doing the “wrong” thing
and that this may upset their loved ones and impact upon their mental health and the
progress made.
Family members that had loved ones with a history of substance misuse were all concerned
about whether they would successfully manage their substance misuse issues in the
community into the future:
“Being a recovering drug addict with mental health problems isn’t a quick fix and it isn’t a
quick and easy solution or an easy road to get through and I am immensely proud of the
progress he has made. I just worry that there isn’t the resources there to help him
maintain this once he does get out of rehab full stop.”
One mum spoke of the positive relationship she had with the dual-diagnosis team, who had
helped to support her daughter: “The people there obviously wanted to help and got it.” She
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valued the specialist knowledge that the dual-diagnosis team had around substance misuse
issues and the help they could offer. She noted however the difficulties in getting her
daughter to attend: “…she wouldn’t have gone there if I hadn’t have picked her up and taken
her there.”
When loved ones had taken substances they would stop taking their prescribed medication
and become increasingly unwell and family members also expressed concerns around this.
In some instances family members did not feel that enough support was given by
professionals when this occurred and again, carers struggled to know what to do or how to
manage behaviour which could become increasingly aggressive and erratic. In one client’s
notes, reference to the impact of their substance use on the family had been recorded,
stating ‘…it has taken a toll on his carers and has strained the family dynamics.’
In some cases the behaviours of service users were deemed by professionals as solely a
direct consequence of substance misuse and not linked to the underlying mental health
issue, with no exploration of why substances had been used initially. This meant that mental
health professionals did not feel that they could continue support whilst substances were
being taken and family members were left to tackle this alone. They were unsure where to
go for support. A lack of joined up working prolonged the service user getting treatment at
the right time and in some cases family members had to watch their family members’
mental health deteriorate to crisis point before the necessary support was given and their
loved ones were readmitted (avoidably) back into hospital.
Family members also expressed concerns around their loved one’s safety and their fears
around them being victimised upon their return to the community, as well as being preyed
upon due to a lack of capacity:
“You can’t take someone out of a place where they have been institutionalised and stick
them back into the community and it’s not going to work. In a way he is in a safe place
where he is but is that a life for him? I don’t know, I really don’t know. Because when he’s
out and about he’s going to be a bit of a, you know…target, let’s be honest.”
Other concerns raised included loved ones having no places in which they could spend time
meaningfully outside of their home engaging with others and getting back in touch with
substance using friends:
“I worry about the future for Kevin and when he comes home. I worry that he may fall
under the radar when he is at home. He is quite unwilling to become involved in groups
and I worry how he will fill his days.”
Some carers were not confident that their family members would be adequately supported
when they were discharged from hospital (in some instances due to previous experiences of
this) and felt that the services offered did not meet their family member’s needs or extend
far enough:
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“I don’t think there is enough mental health nurses on the outside of the hospital. There is
only so many in the assertive outreach team and they don’t do out of hours and they
don’t want to get involved due to his drug taking so what’s going to happen to him?
Surely there’s got to be a lot of mentally ill people who are taking drugs? Why can’t they
get something sorted for these kind of people? It goes hand in hand?”
One family felt let down by services as their loved one had been placed in inappropriate
placements on two separate occasions – once to a dementia care home where she had
access to alcohol (she struggled with substance misuse issues) and the other to a bedsit near
substance using friends. This had upset the family and led them to lose confidence in
services.
In terms of the current inpatient care services available, some carers noted that new
services needed to be developed or redesigned:
“It seems clear to us that the Trust does not have a credible or suitably prominent
approach to complex cases where a return to the community is inappropriate.”
Family members’ (or carers’) input holds immeasurable value as they can offer their own
insights and information about their loved one to staff and other professionals which they
might not be aware of. In this way additional thorough information could enable a service
user to feel more comfortable, safe, secure and settled in their placement. Working
holistically with a fuller picture of the service user could enable them to recover faster and
be out of inpatient services quicker. When a service user is transitioned back from a hospital
placement to the community setting relevant up to date information passed to family
members would enable them to continue to support their loved one in the community more
successfully.

Lack of practical support when loved ones are placed back into the community
Family members highlighted the need of loved ones requiring more practical support in the
community with tasks such as bill paying, shopping, cooking and managing medication:
“Well he can’t manage his own bills and stuff, this whole benefits is totally confusing, one
minute he has money then he hasn’t. He was trying his best buying his own food and
stuff, he was actually buying food for himself, you know, trying, trying this last time…but I
don’t know where it went wrong…this benefits system is too difficult to fathom out, I
can’t do it, he can’t do it. It’s very difficult for someone with a mental health problem to
sort out benefits. That’s why he needed help from the nurses and stuff they could help
him with all that sort of stuff.”
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Some family members felt that it would be unlikely that their loved one would ever be able
to manage in the community unsupported and that they were left managing a large portion
of care which over time had put a strain on them:
“I don’t imagine he will ever be able to live independently and this impacts massively on
my life, especially as I grow older. It seems his mental health is a cycle, that goes round
and round, at the moment he is improved, but I can see already signs of decline and I
worry that I won’t get any respite from him.”
Another mum highlighted the importance of continued support for her daughter:
“I don’t see her living totally independently in the future…she seems quite okay where she
is [supported living], she is always going to be vulnerable and need some degree of
safeguarding.”

The impact of a mental illness on family members
When a loved one falls ill it has a knock-on effect on the whole family unit. For the parents
we spoke to, their concerns and anxieties for their offspring had been consuming and had
put strain on relationships with other family members:
“It puts stress on my relationship with my partner and I feel I cannot give my other three
children the support they need as much as I would like, I also think in turn they don’t
share their problems with me as they think I have enough on with Kevin.”
Other ways that the family were impacted were:
-

family holidays being cancelled;
siblings offering to stay at home and not pursuing further education opportunities in
order to provide support;
plans to meet friends being cancelled;
having to leave work and the financial implications that followed;
poor mental health, feelings of worry, anxiety, guilt, hopelessness, anger and
frustration (at services).
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Hopelessness vs. Hope

(Fig. 5)

Hopelessness
Taking too long to get the right help
Some respondents felt that there was not always a ‘joined up approach’ of services to utilise
their resources to work on earlier intervention to save money further down the line. There
were also instances were initial assessments were put down to behaviour hindering the
direct access to help needed. At times their suggestions have not always been acted on
leaving to a perception of taking too long to get the right specialist help, with some carers
feeling ignored or patronised. In one instance a mother did not agree with the decision
made around her daughter being detained in hospital and was supporting her daughter in
appealing this. Carers also noted that there were challenges and barriers to creating true
change for their family member, due to the appropriate staff not being available:
“There is no suitably senior manager or clinician visible to or available to families when
there are problems in complex cases - in fact when we have pushed hard to get things
done or to get to the bottom of things it has become clear that such a senior is not in
place in any effective or knowledgeable role.”
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The carers went on to question the culture of the care organisation and felt that this was a
reason why it was not responsive enough, or able to deal with disputed care decisions in a
positive way. An example of this was patient confidentiality, which they felt was utilised as a
tool by services to create a “smokescreen” to avoid having to be held accountable for tough
decisions:
“We feel and see the Trust's culture being dominated by a ‘best avoid the danger’ and as
a first instinct hide behind a patient confidentially smoke screen. A successful culture
would encourage and reward good judgment in this regard.”
They went on to further highlight issues around generic blanket responses and a lack of
facilities:
“We would suggest a central doctrine and or lack of adequate in house facilities for long
term complex cases is at the route of the problem. This forces staff and ‘systems’ to
become defensive and use the rules to avoid ‘trouble’ from the within the Trust, family or
carers - The culture should facilitate and applaud the opposite and seek to use the rules to
the benefit of complex cases.”
Loved ones length of time in inpatient services
The lack of progress to recovery over long lengths of time has been cited as a difficult aspect
for carers to deal with: “It’s been years now…that nothing is happening.”
It can be potentially difficult for carers who are having the direct conversations with their
loved ones to have to manage the will and expectations:
“He is very fed up and he has come to the conclusion that no one can help him because
they haven’t got the resources to do that and he is basically really fed up of the whole
thing now. I was talking to him last night he was saying that he just wants to get out of
there and get a flat and he’s under the impression that…I’ve told him that it’s not all
going to be plain sailing, it’s not. You don’t just come out of rehab and get a flat and
everything is all hokey-cokey coz it isn’t.”

Lack of progress through services
There has been a sense of a lack of progress in agreed plans around care, for example, what
was discussed in meetings, and how this has transpired in reality. Carers reported back that
plans to help support stopping absconding behaviour had not really happened despite being
agreed in meetings attended by carers:
”They wrote down and everything…we’ll get it passed by the doctors they said. Not a
damn thing was done. And when I pulled them on it they said well we haven’t got the

15

staff and I agree with that they haven’t but if they know haven’t got the staff they
shouldn’t agree to it in the first place…and it never bloody happened.”

Professionals not explaining the process/ not feeling involved
Carers have reported that they often felt excluded by professionals being told this was due
to issues of patient confidentiality as a blanket response with no other attempts to help
them understand or support them.
“I don’t think they really told us how ill she was... (she) has the right to consent…”
But there have also been incidences of not being invited to certain reviews:
“Yeah I’ve been to a couple of the reviews... but then you see a lot of the reviews are done
without my knowledge. They don’t inform me of every review they have. The couple that I
have been to are the ones that I have been invited to. But you don’t get invited to
everyone, which again I think is wrong because how am I supposed to know what’s going
on?”

Poor communication between loved ones and family
One carer stressed that it can be very difficult to find out what is happening with their loved
ones care:
“…there’s always different members of staff giving me different information. You can
never get the same person to speak to you as the one before or it’s like ‘wait until so and
so is back she’s working with (name removed) I’m not.’ I don’t think they know what’s
going on half of the time. They can’t give you a straight answer. It feels as though they
don’t want to say anything they shouldn’t.”
Poor communication has led to carers not receiving invites to meetings or getting reports
prior to meetings so they can prepare properly. Sometimes the communication is around
something simple like notifying carers about Christmas visiting times.
The impact of the corona virus pandemic has meant that meetings have gone from face to
face, to online. This has led to technical communication problems such as IT connectivity
and potentially a loss of some privacy.
“The internet service was very poor and she could only contact us from the public lounge
area. On several occasions the emergency alarms went off and she had to end the call
and leave the room.”
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Loved one displaying institutionalised behaviour
There was recognition from carers of sabotage behaviour when a transition to a new
placement was due:
“She has shot herself in the foot in terms of coming out, as she has smuggled in whisky in
these hospitals. She also shot herself in the foot and ran off from [hospital unit] once.
This is when we were preparing her for going back into the community. She was only
making fragile progress then.”

Not feeling supported in caring for loved ones in and out of services
As cited in other places within the report, there were issues raised as to the lack of support
outside of services. This lack of support could potentially manifest itself in different ways,
for example, the targeting of vulnerable people to financial abuse.
“She was in a very worrying situation, in a relationship with someone who was very much
an addict. He was very controlling and in a way how she was bullied into what he felt
comfortable with. She was being told what to do all the time. It was very unpleasant; they
didn’t have money for food. He needed money to buy cigarettes, the alcohol as well.
There were plenty of unsavoury people hanging around.”

Struggles to visit loved one due to hospital location
Carers have found it difficult to visit the hospital locations due to their sometimes remote
location, especially if they have no transport of their own and have to rely solely on buses,
trains and taxies. This can lead to carers having to take out lots of time to travel, plan and
factor in the cost of transport. One carer wrote:
‘The cost of travel and time taken to get to out of area placements is problematic for
carers. It is also expensive for the NHS as well as time consuming for the health workers
who are required to visit. In Sophie’s case as she started to recover, it would have been
easier for her to integrate more into the familiar surrounds of her home community.’
When family members do arrive at the hospital to visit loved ones they are limited to what
they can do and where they can go on the ward and these designated spaces themselves
can feel unpleasant when spending quality time with a loved one.
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Hope
Carers have undoubtedly been appreciative of professionals doing their best to support
their loved ones and it has been often a huge relief to know they are safe. They have a real
appreciation of how hard professionals work and that people are doing their best within the
structures they operate in. They recognise the pressures that staff work in such as:
-

minimum staffing levels;
challenging cultures;
low morale.

Carers often fear “Who will look after my loved one when I am not around?”

Family therapy
Carers’ comments on family therapy have been very positive and the benefits of this have
been a source of hope for them. However, across the carer sample the availability of family
therapy seems to be limited. One private provider has been particularly praised for making
this service available. Carers have found it illuminating and a really useful perspective to
help explain and educate them regarding the impact family interactions have on individual
members moving forward:
“They actually sat in on meetings with us and gave us continuous feedback, which was
unbelievable; it gave us the confidence to be with her independently. They worked so hard
with us.”
Other carers can see the benefits if this would have been available to their children:
“I think in the past we could have done with family therapy, especially for my youngest,
my son, as a child he was very frightened…and of course we were very frightened. We
could have done with it, I would say that.”

Good communication and engagement with family from hospital providers and the wider
network of professionals who work with their loved ones
Communication is something that carers felt would make their lives easier and in turn help
build confidence that their loved ones are in good hands. Carers noted the positive benefits
when they felt engaged with the hospital and engaged with the wider network of
professionals who work and are involved with their loved one.
“We have also talked to all the staff we meet in order to facilitate good relationships.”
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“Additionally the Social Work Assistant…really understands...and has been very good in
communicating with us and trying to resolve issues which have arisen between us and the
hospital.”

Being listened to
The basics of being listened to, feeling that you matter and have your concerns
acknowledged, were positive factors:
“Yes, I do feel involved in Sophie’s care package. Her care co-ordinator, key nurse worker
and advocate are all willing to listen to any concerns.”

Solution focused support from staff
In some cases, carers felt that individuals from multiagency teams had a sense of ownership
were responsible and accountable. Carers felt that service users’ Care Coordinators really
understood their loved ones and worked in positive ways to foster the positive relationships
with all parties and gave regular updates to the family: This was highlighted by one of the
respondents Kate, who praised the hospital when she wanted an update or to speak with
her daughter. “The place was marvellous for communication.”
Family therapy offered was an example of how practical solution based support was viewed
positively. The family therapy was useful as this was educational, practical and bespoke to
family and individual family members own needs.

Carer group experience
Carer views on Carer groups could be split into distinct camps. Some found them very
beneficial, others were not keen to engage with them and some had engaged but did not
always feel as through the group could meet their own needs.

a). When carers groups were deemed beneficial
Carers greatly valued groups that were working well as it was a chance to connect and offer
each other mutual support. Knowing that other people had been through similar
experiences was been helpful also:
“It has been a privilege to access these services which are invaluable and have helped me
enormously.”
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In some instances it has led on to opportunities to link in with panels of experts and other
carers to share our experiences to learn new ways of dealing with situations. However for
some, these groups are sometimes difficult to travel to and are not always at convenient
times at accessible locations.

b). When people had initially engaged with carer groups but later dropped out
The reasons cited for people not carrying on attending the carer groups ranged from:
-

the group not being facilitated well enough;
a lack of clear ground rules to handle dominant or negative individuals;
no clearly defined meeting agendas;
group attendance being patchy leading to a lack of momentum;
difficulty in accessing the physical locality;
no agreed purpose for the group, e.g. can this group be used as a vehicle to
campaign for positive change?

c). People who did not want to engage with carer groups
Some carers preferred not to listen to other carers’ issues and problems as they would feel
burdened by this. They could also feel that they are ‘washing their dirty laundry in public’ or
talking about their loved one behind their back. One cited,
“It would be putting more grief on me from the atmosphere of it…I need to keep my own
ship afloat. My approach is a twin approach, 50% supporting her and 50% supporting
myself. That’s the way I am going through it you know? I wouldn’t want to complicate
that by involving or listening to other people/carers.”

Being supported in the community
Families have relied on their own resource to meet the challenge of supporting themselves
in the community. One of the solutions families have sought is to try and draw on everyone
as a resource to help out.
“So it’s a group effort between myself, his auntie, his sisters and his brothers you know
and that’s… that’s all of us his step dad is brilliant, you know, he sits down and he talks to
him and he tries to explain to him how he could do things you know, how he could go
about doing things and he seems to be able to connect with him in a way that his natural
dad can’t.”
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Recommendations
Carers can be just as important to a service users’ recovery as the clinical professional teams
which support them. It is paramount for this to be acknowledged and carers to be
supported and to be treated as partners in the care system. The below recommendations
outline how we can begin to address this.





















Advocacy support for carers to enable their voices to be heard.
Where possible service users to be placed in hospitals closer to their families to help
maintain connections with loved ones.
Staff to continually liaise with the family of service users to help build up a fuller
picture of the client to help improve the overall outcomes for service users.
Professionals to be mindful that clinical language and terminology is difficult to
understand to people outside of the clinical setting. A glossary of terms and
acronyms to be given to loved ones/carers prior to meetings so that they are “in the
know” about what is being discussed.
If consent to share information has been given, family members need to be invited
to all of the meetings taking place regarding their loved one’s care.
Loved ones need to have an understanding of what will be discussed at the meeting
so that they have time to adequately prepare. And reports/relevant information
need to be provided to family prior to the meeting in a timely manner.
Providing family members with more information around the mental illness that
their family member has been diagnosed with and what they can do to help support
with this.
Single point of contact for family members/carers whose loved ones have left
rehabilitation services and have transitioned back into the community.
Employing mental health practitioners in the community that have an understanding
of substance misuse and dual diagnosis.
If the service user has substance misuse issues, information to be provided to the
family around substances and their effects and interactions with medications that
their loved one is using.
Signposting to any family members (carers) support groups in the local area such as
Al-Anon, Carers Leeds etc. and support with connecting family to the groups should
they wish to attend.
Family therapy to be offered.
Carer needs as continuous agenda item at professional review meetings.
Create an open, honest, transparent culture that looks to learn from mistakes, crises
and incidents.
Enhanced carer resources to be co-produced and developed, for example a podcast
with interviews with inspirational/positive carers who could look to inspire, offer

21






practical suggestions of support, provide a toolkit to help give hope and build carer
resilience.
Develop further digital online support linking in with existing hospital trust carer
resources, use existing networks to develop an online toolkit, signposting to relevant
services for complex care cohort.
Webinars from professionals to explain their role in lay terms and the processes and
systems that families need to learn to navigate.
Staff to help support meaningful activities between service users and family
members during visits such as trips to the cinema, museums and galleries in order to
provide a positive and memorable experience for both parties.
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Next Steps: Progress so Far
The process of acting upon the recommendations and implementing the service user and
carer voice has already begun. This is visible throughout the project in a number of ways.


Service user and carer voice has directly informed decisions made around the
recruitment, induction and training of staff for the Regional Intensive Complex
Rehabilitation Team.



Co-produced development of user & carer experience within valued based questions
to inform and support a new recruitment process, for new services.



Service user and carer voice has now been integrated into the business proposals for
four new service proposals.



Service user and carer voice has shaped the roles, interventions and training
requirements needed, to deliver recovery and co-production focused services.



Peer support roles have been embedded within each proposal.



Identified and promoted the need for trauma informed models of care as well as
person centred and vocational support within new proposals.



On-going work with service users and carers around a co-produced name for the
new service.



Learning from the way environments have affected users and carers are improved
upon in the development of therapeutic spaces within new proposals.

We will continue to work alongside service users and carers to ensure that:



their voice about interventions that improve quality of life, hope and optimism are
embedded within new service proposals;



specific areas of concern raised about cultural needs and support around loss are
followed up and addressed;



the outcomes of the project and how their voice has supported the development of new
service proposals are fed back;



we continue to promote co-production; its value, the service user and carer voice within
ICS work.
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We would like to thank all the carers who have taken part in this research. They have all
shared their important and difficult life experiences with us. We are grateful and indebted
to them and recognise that without their support this report could not be written. Their
experiences and recommendations are embedded within our proposals to support the
development of new services; inductions and the training of all practitioners.
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Transcribed Carer Interviews
Carer Interview 1
Please note that all names of service users, carers and any other party have been changed
to protect confidentiality. Any further information provided which may have helped to
identify service users e.g. hospital name and location has also been removed.
Co-production Lead: Can you tell me how long you have been a Carer?
Rachel: James was 17 when he started to get poorly; he’s 37 now so it will be 20 years. As
he got older his illness progressed and things seemed to get worse.
Co-production Lead: Can you tell me about the level of support you receive as a carer?
Rachel: In the beginning a little bit but not much. Psychiatric nurses from the assertive
outreach team supported James which helped me. I had to be the one calling the assertive
outreach team all the time. Sometimes it was a struggle to get through to anyone when I
needed help as there was no out of hours support to my knowledge. I had to be the one out
there looking for the help. This was 20 odd years ago I don’t know how this has changed
now. Now I am receiving no support what so ever.
Co-production Lead: Has this changed over time?
Rachel: The only support I got was when I went to a mental health carers group which I had
to go on my own which was not local and I always had to get someone to give me a lift
there.
Co-production Lead: How long ago was that?
Rachel: It’s been a long, long time.
Co-production Lead: How long roughly do you reckon?
Rachel: Oh ten plus years
Co-production Lead: You mentioned it was a bit far away?
Rachel: It was also at night time and I didn’t want to go out on my own. I’m a little bit
anxious about going out on my own at night.
Co-production Lead: What time was it can you remember?
Rachel: I think it was 7 till 8? 7 till 9? I can’t remember I’m not sure?
Co-production Lead: Was it through an organisation or through people getting together
who had a shared experience?
Rachel: Through a mental health place.
Co-production Lead: So it was quite a formal set up?
Rachel: Yeah, we did relaxation and things like that. Different things every week. Sally [a
friend] got tired of it and I didn’t have a lift down there so I didn’t go.
Co-production Lead: Were they useful when you went?
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Rachel: I suppose it was at the time. Yes. That’s why I went otherwise I wouldn’t have
bothered going. I realised there were more people in the same boat as me.
Co-production Lead: Did you learn anything that you’ve taken in and that you’ve carried
forwards that you can remember now and call upon?
Rachel: I haven’t any numbers to phone whatsoever. I wouldn’t know where to start. If I got
desperate there’s always that carers in Leeds. I keep getting letters from them. Is it Carers
Leeds that?
Co-production Lead: Yes it’s Carers Leeds.
Rachel: I don’t know if that was the same thing or a mental health group I don’t know.
Co-production Lead: How did you get their details then? Carers Leeds if you keep getting
their stuff in the post?
Rachel: Oh years ago I might have contacted them for something or other. Sally put me on
to them actually. She knows all them sorts of numbers and that. Well she did, I don’t know if
she does now.
Co-production Lead: Can you tell me about a time when things were working well between
you and services?
Rachel: Earlier on in his illness, things were a lot easier then. I got help.
Co-production Lead: What kind of help for you, specifically?
Rachel: They used to take him out from Touchstone, there was someone to come take him
out. Take him out and about, took him to Ikea, he bought a lot of stuff for his flat.
Co-production Lead: Oh right? So like practical support?
Rachel: Yeah
Co-production Lead: And taking him out for the day and that type of stuff?
Rachel: Yeah but then it got awkward coz he’d want to do his drugs and that and then no
one would want to go with him anymore. And he also had a psychiatric nurse who used to
take him here there and everywhere called Stacey. I don’t know where she came from, if
she came from assertive outreach. She used to take me to visit him as well, she used to pick
me up and take me to the hospital to go visit him. This was before Touchstone.
Co-production Lead: Was that when he was in his teens?
Rachel: Yeah, teens to early twenties I’d say.
Co-production Lead: A while ago then?
Rachel: Yeah. I haven’t had any help for ages. The only help I got was right in the beginning
that I can remember to be honest. I might have got some of this wrong. It was twenty years
ago.
Co-production Lead: Yeah, well just as best as you can you know in today, don’t worry
about kind of…
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Rachel: Yeah. There were more people visiting coz he lived here at the time he didn’t have
the flat. Well he did have the flat down in [location redacted] but he was never there. They
always came here you see and erm, kind of keep an eye on him, see what state he was in,
give him his medication, do you know what I mean, so he couldn’t take loads at once.

Co-production Lead: How did that help you then? How did that feel?
Rachel: Well it took a bit of pressure off to be quite honest. Coz I used to have to watch him
with the medication he came out with a great big bag full. I’m like ‘what the hells that?’ You
know, thinking he’s only got to be down one night and he’ll take the whole damned lot. And
I said ‘oh this can’t be right this.’ You know, ‘he’s been overdosing on medication and stuff
you need to sort this out.’
Co-production Lead: Can you tell me about a time that has not worked as well or where you
feel as though you’re not getting as much support? It feels like from my perspective from
what you’ve said that that time is now but is that accurate do you think?
Rachel: Now I haven’t got any energy to deal with poor old James to be quite honest. Not
with this bloody sinusitis and lack of sleep. It’s caused me anxiety has James’ issues I’ll tell
you that for nowt.
Co-production Lead: Yes. I know it’s had an impact on you.
Rachel: So…it just gets worse as he gets older because as he gets older he doesn’t do as
people tell him, he doesn’t do what they say, he does exactly…in the beginning he kind of
like, it was scary for him and all that I think you know? And he did as he was told he’d take
the medication they gave him, he’d try to help himself a little bit but as times gone on it’s
like he’s kind of locked in his own head really, you know what I mean? He erm, just does
things so that he gets out of his head, drugs, whatever. And now that he’s on a lot of
medication it’s scary for me with all the bloody morphine and co-codamol and I mean
morphine is a bit of a bloody you know what I mean? But the thing is they made him, last,
before he got put back in the hospital they had him running up and down to the bloody
hospital for his own medication, it was wearing him down, do you know what I mean? How
could they do that to him? Why didn’t they have somebody helping him out when he moved
into his flat?
Co-production Lead: But I think, I think the idea behind that is, is that when people get
rehabilitated back into the community the idea is that they have to start looking after
themselves. It sounds like…
Rachel: I get that, I get that but it was miles away. I couldn’t have travelled all the way up
there on a bloody bus to get my medication.
Co-production Lead: Yeah.
Rachel: But he was staying over his flat as well at the same time. I didn’t know how they
worked that out. I didn’t know where he was from one day to the bloody next.
Co-production Lead: It sounds like it was a just bit much too soon?
Rachel: Yeah, hmm.

30

Co-production Lead: So it would have been better if actually his pharmacist was been
switched to one more locally?
Rachel: Yeah. But I think they had to see him to see what state he was in you see.
Co-production Lead: So it was like a period of evaluation?
Rachel: Yes.
Co-production Lead: What would make things easier for you as a carer?
Rachel: God knows. I don’t know. To be quite honest I’m not doing a right lot of caring for
him now am I in my present condition? Erm, someone to take responsibility.
Co-production Lead: Explain that a little bit further…
Rachel: If someone else could look out for him, you know, make sure he was okay. So you…I
don’t know, he wouldn’t open the door to these people you see, it’s all a bit complicated
with James.
Co-production Lead: Yeah, but it just that almost kind of if someone else could take
responsibility for him it almost feels like you feel like you feel like…
Rachel: I’ve given up [with the system].
Co-production Lead: Just more responsible for him. Like you’re the one who’s having to kind
of… it feels you’re working in isolation a bit, I don’t know.
Rachel: Yeah. I am yeah. I am yeah. No one cares anymore do they really? Not in the family.
Nobody…there’s only our Simon who goes up and checks if his flat is alright. No one visits,
not even me.
Co-production Lead: Why do you think that is with family?
Rachel: I don’t know. Because he’s hard work isn’t he? He’s very hard work, he’s a mentally
ill person…he’s not the sort of person who will do as he is told like Stan (a family member
who also struggles with mental illness) you know what I mean?
Co-production Lead: So yeah, and it’s a combination of stuff isn’t it I think…
Rachel: Plus drugs don’t help do they, you know.
Co-production Lead: Yeah, substances yeah…
Rachel: If he didn’t take the substances it would be a lot easier but what can you do?
Co-production Lead: Yeah.
Rachel: You know?
Co-production Lead: So it’s almost like the substance misuse, is more of an issue than his
mental health and how they impact upon his mental health?
Rachel: Well you don’t know what’s going on, because you don’t know if it’s the drugs
causing it or the illness you can’t say.
Co-production Lead: Yeah, yeah.
Rachel: You don’t know where you stand with it.
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Co-production Lead: Do you feel informed enough about substances and the impact of
them, you know…
Rachel: Well I know they make his mental health worse absolutely, I can tell that straight
away.
Co-production Lead: Yeah, yeah.
Rachel: I don’t know what he’s taking, from you know, (could be) taking owt. Probably is
and all. Bet they’re selling him a right load of crap [drug dealers].
Co-production Lead: Have you ever been asked for your opinion/point of view when
decisions have been made for your son?
Rachel: Probably in the past, not recently.
Co-production Lead: Why do you think that is?
Rachel: Because he’s an adult now isn’t he he’s supposed to be grown up 37 years old isn’t
he do you know what I mean? And he’s always like ‘you don’t need to come to me’ ‘you
don’t have to get involved’ or ‘I’m a grown man now’ famous last words. Do you know what
I mean? ‘I can sort my own life out now.’ Do you know what I mean? He told me that a while
ago.
Co-production Lead: Is there reluctance from him for people to get involved?
Rachel: Yeah, yeah there is.
Co-production Lead: Can you tell me about the experience of supporting a family member
in the community with a mental illness?
Rachel: Well he can’t manage his own bills and stuff, this whole benefits is totally confusing,
one minute he has money then he hasn’t. He was trying his best buying his own food and
stuff, he was actually buying food for himself, you know, trying, trying this last time…but I
don’t know where it went wrong.
Co-production Lead: What about you? How does it feel for you when you know that James
is out of hospital and he’s back at home?
Rachel: Oh very very anxious. He doesn’t even have a phone.
Co-production Lead: And why’s that?
Rachel: Because I just am, because of the things he has done to himself in the past. At least
when he is in the hospital he is getting watched 24/7.
Co-production Lead: So it’s his safety?
Rachel: He’s had two major suicide attempts and lots of little ones that I knew about and
stuff we don’t even know about. You know, doesn’t help, does it?
Co-production Lead: No.
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Co-production Lead: Do you feel involved in James’ package of care currently? Do you feel
as though you are in the know about what’s going on? Is there one person that you can
speak to if you have any questions?
Rachel: Nope.
Co-production Lead: Is that no to both?
Rachel: I speak to [my daughter] now [who liaises with the hospital] that’s about it because
there’s always different members of staff giving me different information. You can never get
the same person to speak to you as the one before or it’s like ‘wait until so and so is back
she’s working with James I’m not.’ I don’t think they know what’s going on half of the time.
They can’t give you a straight answer. It feels as though they don’t want to say anything
they shouldn’t.
Co-production Lead: What’s changed do you think? Because it seems that at one point you
were quite involved or at least you had some idea of what was going on?
Rachel: Hmmm, I did yeah but...I don’t know, it just got worse recently I don’t know why.
Co-production Lead: Do you think…you’ve touched upon staffing before, do you think it’s
staffing issues or anything to do with that?
Rachel: Could do, yeah, yeah have they made a lot of cut backs or something like that?
There doesn’t seem to be as many people involved in his care as there was at one point
yeah, I’ve said that before actually haven’t I?
Co-production Lead: Yeah you’ve said that you had people around at the first half of the
illness and it seemed that…
Rachel: They don’t want to get involved with him now though do assertive outreach
apparently …coz he does drugs and stuff. So that’s a gonner, that’s one gone. And then
there was another psychiatric nurse, I don’t know if she was from the hospital or what, I’m
not sure about that…[name removed]. I think she was from assertive outreach but when
they realised that he was a bit of a liability I think they didn’t want to get involved with him.
But they were always around in the early days, different nurses, he had lots of different
ones, [hospital name removed] wasn’t it, down that road? There was a place where he used
to go down there and spend time as well but that’s shut down.
Co-production Lead: What was it?
Rachel: Like a day centre down at [hospital name removed]. They kept a check on his
mental health and that. He used to make his own way down there.
Co-production Lead: From what you’ve said then, it’s almost like as the level of risk
increased less likely...
Rachel: Less help there was. He seemed to get more when he was younger than what he
has now.
Co-production Lead: And what kind of message does that give to you then?
Rachel: I don’t know really, I suppose they are expecting him just to get on with it, try and
sort himself out a bit but it’s obviously not happening is it? I mean he’s mentally ill, he
doesn’t see things normally. He takes drugs to get out of his head because he doesn’t like
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being in his head. And he only takes…and he’s so drugged up with medication and bloody
pain killers and one thing and another that he takes phet [amphetamine] to give him a buzz
a bit of energy or whatever you want to call it. Give him a bit of oomph. So, and I don’t know
how he’s going to manage on the outside world coming to think about it I know I want him
in his flat but all that bloody medication, you know.

Co-production Lead: So that’s a concern isn’t it?
Rachel: That is a concern with morphine and all the pain killers and stuff and one thing and
another.

Co-production Lead: So we’ve touched on this already, it says are you able to tell me a little
about the impact of caring for someone with a mental health need and what it’s been like
for you?
Rachel: What it’s been like for me? Trying to care for James?
Co-production Lead: Yeah, what impact it’s had on you.
Rachel: Very stressful, very stressful, it’s put years on me to be quite honest. It’s made me a
very anxious person, wondering what he’s up to, wondering if he’s trying to do something to
himself again, erm and all the time he used to come and bray on the door at three four in
the morning and scare me half to death. That time when he took…what did he do? D’you
know it all goes into a bit of a blank coz it was so bad my brain has cut out a lot of stuff.
[Discussion around a serious instance of self-harm which resulted in an ambulance to be
called. Carer discusses the impact this has had on her over time].
Rachel: And the rest, all the bloody overdoses he took. Erm, you know, it put a lot of age on
me that did, a lot of stress, especially when I had younger kids around me to look after at
the time.
Co-production Lead: How do you feel about it now?
Rachel: Erm, well, I can’t…what can I do? I couldn’t help him… I tried to help him where I
could you know? When I had the energy but I’m afraid I’m losing my energy a little bit now.
Getting up to seventy you know what I’m saying? I called the ambulance service he got help.
Co-production Lead: Yeah
Rachel: So…I did everything I could do really.
Co-production Lead: How do you feel about everything now with regards to James’ care and
where its and where you’re at and how do you feel about everything that goes on?
Rachel: Erm? How do I feel?
Co-production Lead: Yeah, how do you feel things are now with his care?
Rachel: Well I’m anxious if he’s gonna get out, which I can’t see that coming for a while. As
well if there is going to be any help when he does get out. Because if there isn’t you know,
there doesn’t seem to be much point really does there? I don’t think there is enough mental
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health nurses on the outside of the hospital. There is only so many in the assertive outreach
team and they don’t do out of hours and they don’t want to get involved due to his drug
taking so what’s going to happen to him? Surely there’s got to be a lot of mentally ill people
who are taking drugs? Why can’t they get something sorted for these kind of people? It goes
hand in hand?

Co-production Lead: What do you think might happen if there is not enough support when
he gets out?
Rachel: [Pause] he could owt couldn’t he? He struggles to pay his bills and it’s me who has
to help I’m with that.
Co-production Lead: So really practical stuff like not paying his pills, not keeping on top of
stuff and then worries about what he could do to himself?
Rachel: Yeah.
Co-production Lead: Yeah.
Rachel: But that’s not good really because that sounds like he’s not able to sort himself out
in his flat.
[Discussion around how anyone with mental health issues may struggle to manage at
certain times and the importance of having enough support when mental health
deteriorates. It is also mentioned that James has been in and out of inpatient services for
around twenty years.]
Rachel: And that’s another point, he’s institutionalised now he’s used to having everything
done for him, his meals made, he’s been more in than out of the hospital in his lifetime. So
yeah, he is institutionalised.
Co-production Lead: So it’s going to have to be a more gradual kind of approach…
Rachel Well it’s got to be somewhere closer for a start off if he gets to keep his flat. He can’t
be travelling from Keighley to his flat it ain’t going to happen.
Co-production Lead: No.
Rachel: It’s impractical.
Co-production Lead: Are you aware of any carers groups that are able to support you? You
mentioned Carers Leeds?
Rachel: Is it Carers Leeds? Where’s it based that one?
[Brief discussion around the location of the service.]
Rachel: Yeah but no one would come with me, I don’t even like going to (location redacted)
these days I’m getting a bit agoraphobic I think and that fact that I am knackered all the time
due to not sleeping.
[Discussion around Rachel’s illness and how this impacts on her ability to attend groups.]
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Co-production Lead: How do you feel about your son’s care in the future? How do you
envisage it going?
Rachel: How do I feel about it? Err I’m a little bit worried really because there doesn’t seem
to be enough people getting involved anymore with him. I don’t think…he can be really
abusive and stuff if he can’t get his own way. Err, I think he’s a pretty hard person to deal
with, when he’s in a good mood he’s alright when everything’s going his way but you know
what I mean?
Co-production Lead: Yeah.
Rachel: If he’s ill or paranoid or whatever he gets, he can flip you know?
Co-production Lead: How does that feel for you then knowing that he can…
Rachel: I don’t know he was never…he was always okay with me, he was never aggressive or
nasty or…he used to beg and beg and beg for money all that sort of thing but er I don’t
know I just got used to it and then he stopped doing it when all the lads grew up you know,
he’d do it when he was younger and like lads would be like ‘come on now leave it out’ you
know what I mean and he’d go ‘oh alright then’ I dunno he was a strange kind of guy isn’t he
poor lad I feel so so sorry for him but…you don’t know how to find him, one minute he’ll be
up, one then he’ll be down then he’s off his head then he isn’t you don’t know if it’s drug
induced or illness do you? You know, it not an easy thing is it? It’s not a…you could say it’s
that, you know, coz you don’t even know what drugs he’s taken or what medication he’s
taken or you know, he is very high risk is poor James isn’t he? I mean compared to Stan and
Callum those two other kids that I know [that have the same diagnosis], there’s no bloody
comparison, you, know, not a lot of getting through to him is there?
Co-production Lead: Are you in touch with other family/carers?
Rachel: No. I used to get with Sally but not anymore.
Co-production Lead: Has the hospital that your son is currently in been supportive in linking
you up with other parents and carers?
Rachel: No.
Co-production Lead: Would you be interested in this?
Rachel: No.
Co-production Lead: Why not?
Rachel: I don’t know…not right now it’s too much and I’m not a well person at the minute,
too much, you know what I mean? I’m worried about my own mental health right now.
Co-production Lead: Would you consider forming a carers’ support group?
Rachel: Never. I haven’t got transport.
Co-production Lead: Or being part of a carers support group?
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Rachel: No.
Co-production Lead: What kind of access do you have to be able to visit your son?
Rachel: Well I don’t do I, I don’t have a car. I get anxious on the bus now by myself I don’t
like it. I have to rely on other people to take me now. Plus the Corona Virus has messed
everything up.
[Brief discussion around processes and calling ahead to arrange visiting times.]
Co-production Lead: What kind of relationships do you have with the professionals and staff
that currently work with your son?
Rachel: [Laughs] not a lot. I’m not sure who is working with him.
Co-production Lead: When was the last time they got in touch with you?
Rachel: Never I don’t think. The only time they used to contact me is when he went out on
leave and didn’t go back to the hospital that’s the only time they contacted me, to find out
where he was. Or they would send the police round to his flat looking for him and they
would end up smashing the door down and they did this a few times. Three to my
knowledge. He could have been anywhere. He could have been on a bus getting back to the
hospital you know what I mean? There was no need for that smashing the door down it was
ridiculous. I said if there is no lights on don’t bother but they did it anyway. I had a key. If
they’d have asked I would have given them this. They smashed his door and then told me
they had done it.
Co-production Lead: Would you feel acknowledged and respected if you had to raise
concerns about your sons care?
Rachel: Well I could tell them, whether they did anything about it or not is something else
isn’t it?
Co-production Lead: Is there anything else you would like to say with regards to the voice of
carers?
Rachel: Well there needs to be more help out there to be honest there’s not enough. You
can’t take someone out of a place where they have been institutionalised and stick them
back into the community and it’s not going to work. In a way he is in a safe place where he is
in hospital but is that a life for him? I don’t know, I really don’t know. Because when he’s out
and about he’s going to be a bit of you know isn’t he…target, let’s be honest. Do you
understand what I’m saying?
Co-production Lead: I think yeah, I absolutely understand what you are saying and I think
that you know, let’s not pretend that people aren’t stigmatised because they are.
Rachel: Of course they are. A group of young lads with James wandering past talking out a
loud to himself…you know what I mean?
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[Brief discussion around James being safer in the community due to family support.]
Co-production Lead: Is there anything else that you think it might be important for
commissioners to know?
Rachel: This benefits system is too difficult to fathom out, I can’t do it, he can’t do it. It’s
very difficult for someone with a mental health problem to sort out benefits. That’s why he
needed help from the nurses and stuff they could help him with all that sort of stuff. He
hasn’t even got a bank account now he doesn’t even go to the post office any more.
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Carer Interview 2
Co-production Lead: What matters to you most of all as a carer?
Kaisha: I suppose the safety and wellbeing of my daughter, ultimately it’s how she is doing.
And primarily for us it’s that she is safe. Not necessarily because she has had such a difficult
journey. It could have gone either way at one point. And now as her wellbeing is coming
more to the fore it’s her safety and wellbeing - and now it’s our safety, that was an issue for
us as well. But the main thing is her safety, her wellbeing and her being able to have an
independent life.
Co-production Lead: So it’s where she can reach a stage where she can have a fulfilling life?
Kaisha: Yes, yeah.
Co-production Lead: How long have you been a carer for?
Kaisha: In inpatient services since 2018 but before then there was a period of several years
where she was becoming progressively more ill. Feb 2017.
Co-production Lead: So it’s been 2 or 3 years.
Kaisha: I think it has been one of the enduring features of our experience is that it’s crying
out for help. I knew something was wrong from when she was 14 or 15 so going back nearly
10 years. We ended up for her to be very, very, seriously ill before anyone listened. Even in
[place name redacted] I don’t think people listened to us, which was partly a diagnostic
issue, but trying to get help… At one point she was about 15 years, my son and I were in the
house and we rang the GP and said I am really concerned about her mental health and the
GP came out and said that’s just behaviour. And then we were stuck really, we did get a
referral to CAMHS [Child and Adolescent Mental Health Services] because of how she was.
CAMHS was in the same building as the STD clinic. She only went twice as that might have
been helpful. She only went twice as she did not want anyone to see her going into that
building and it is an issue for anyone with mental health issues.
Co-production Lead: Sounds really badly though out.
Kaisha: Absolutely.
Co-production Lead: It sounds like you have a mother’s intuition that things are not right
and a feeling of not being listened to and not feeling the responsiveness of professionals
around your daughter.
Kaisha: Absolutely, I can understand why looking at it from a professional perspective, but
we were saying for such a long time that she needed that level of support, we knew what
was happening. Being listened to and taken seriously, we are intelligent people, we
understand the difficulties practitioners face and to some extent with diagnosis but I feel we
should have been listened to.
Co-production Lead: Do you think if you were listened to at the start it would have helped
things?
Kaisha: Absolutely, you know I kept banging on doors, writing letters, in the end I was
ringing the police once or twice a day. Initially I was trying to speak with the GP originally. I
think the GP was not brilliant and I think GP services are where it starts doesn’t it? I think
there are issues, there are shortages of GP’s, I think there can be a tendency to say we are
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not experts we are primary care, we don’t know, we will refer you to the expert. That
doesn’t help really.
Co-production Lead: The connection with the doctor, desire to help, 10 minute slot and you
only have one problem to discuss, you are at the mercy of such a lot of variables.
Kaisha: With mental health it is not one issue.
Co-production Lead: What would make things easier as a carer? You have started to unpack
that.
Kaisha: I think the specialists are under pressure and there is a lack of resource, some of it
could save time and resource longer term to where my daughter is now, also a more joined
up approach. We had to spend ages just to know what various acronyms meant, who were
the different people who were involved. Even to speak to legal people to look at what
[name of local authority redacted] has. In fact there is not a national requirement that you
move from this team to that after 3 years. That was just a local decision, who made that
decision, where is it made public? When could I challenge that on my daughter’s behalf?
And that’s another issue, since my daughter has turned 18 and been in service, you can’t
really act as an advocate, particularly if they are blaming you for things or don’t want to see
you. I get that and I know there is a legal issue there, that last thing anyone wants to do is to
take away anyone’s independence but sometimes common sense says, listen to the
parents. I can totally understand if there is an abusive relationship, but professionals can
judge well this is not an abusive relationship; they can make that judgement call.
Co-production Lead: So for example a social worker could be able to assess whether it is a
loving caring relationship or not.
Kaisha: Yes.
Co-production Lead: What was the transition like between CAMHS and adult services?
Kaisha: Well we went to our GP and they were useless, they said it was anxiety and she
needs to do work through things, my husband and I ended up taking off 2 months each from
work. We had to stay home with her to try and help her through various things. She had just
started university in the previous year and was not happy there. She was saying that the
people there were horrible but now thinking about it, it is a sign that she was not very well
and things were going downhill, but at the time we didn’t realise what was going on. She
said she was getting very depressed and with hindsight and can see that things were not
right. When someone would text her, she would ask how should I reply to this text and this
would go on for 8 hours. It was what am I going to do about this text, it was really anxious.
She ended up changing university, my husband was driving her to this new university, it was
obvious, she couldn’t even get out of the car. She would turn this on us and hit me or my
husband which is obviously dangerous when you are driving.
Co-production Lead: I suppose each university can have different support from their
individual pastoral systems.
Kaisha: I used to have a senior role at university in charge of around 54 staff. If a student
presented like this the academic department would refer to student services, box ticked.
And that is the case and because they are over 18 they could write or email, if student does
not want to engage, we had students were I worked were they were trying to commit
suicide and all manner of things. The support at one was better or it was that my daughter
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was trying to engage more. It’s not proactive, its reactive, it’s well you’re an adult, if you
don’t want to accept help, that’s tough then.
Co-production Lead: So it was like they tick a box but you are left struggling for help?
Kaisha: Absolutely.
Co-production Lead: What was the family impact?
Kaisha: The impact has been unbelievable. I think the first thing was on my job. I have had
my throat cut open because of it; it is uncanny how I became ill whilst all this was going on. I
have ended up with a [medical] problem where I don’t know what the outcome is. I gave up
a career which I had for 31 years. It was impossible to carry on doing that responsible job
with everything that was going on. I could take redundancy and stay at home for a couple of
years, I am now in a situation where I am going to have to draw down my pension early. But
I don’t know what sort of financial support my daughter is going to need. One of the big
problems for us is – where is she going to live? Because she is quite aggressive, quite
dangerous, I am not well enough to withstand that, I cannot go back to where I was 2 years
ago. Where is she going to live? What are the facilities? I fear for her. One of the things on
my desk is to look at my pension, do I draw it early? How do I now if she is going to need
financial support monthly? Is she going to be able to support herself independently and
support herself? Do we buy her somewhere? What will be the impact on benefits? I can no
longer work, what is our financial situation now.
Co-production Lead: Constant anxiety and stress, you have been successful in your career,
had many losses but you can have still have a lot to contribute through your suffering?
Kaisha: I think that that is a useful point, my son, came back from Australia, gone back on
residency, ended up working in mental health, like social work but specialising in mental
health, you can empathise. He can help us and the people he is helping.
Co-production Lead: What about carer support groups?
Kaisha: I didn’t feel they were helpful; there were not people like me there. There were a
lot of people there who were very disadvantaged, who themselves needed support. There
were a couple of people that I did identify with, a couple of ladies that we actually met up
for coffee with that I actually found more beneficial than the support group. I wanted to try
imparting my experience to help improve services but I know that link is tenuous. Our story
to whoever was responsible at the time and I thought that the carer group could do that but
it didn’t really work. That was the reason I joined the group to try and influence, so it didn’t
help very much but I think that it is a good idea that they are there. They needed to be on
point, not what are we going to do today. Someone requested that they get experts in to
talk about things, like CBT therapist, people are at different stages of the journey, when you
have been in the system you start to understand the language. An index of terms would be
good.
Co-production Lead: A bit more idea for people what procedures are? Were you offered
family therapy?
Kaisha: We were offered family therapy, she wasn’t ready for it then but where she is now
is amazing. They support us, they are unbelievable. Your behaviours as a parent changes so
they could point out to us where she was controlling us. We had no problem with people
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saying to us when you are with her you are reinforcing this behaviour. But they actually sat
in on meetings with us and gave us continuous feedback, which was unbelievable. It gave us
the confidence to be with her independently. They worked so hard with us; I cannot
recommend the model they have at [place name removed] enough. They are amazing.
Co-production Lead: Sounds like great work they do.
Kaisha: It can be varied, at [place name redacted]…I don’t think they really told us how ill
she was…she has the right to consent…we walked to Tesco but she was just so unwell. Ice
covering the bench, in a coat and wouldn’t move. I rang hospital and they told me to just
leave her. In the end a lovely man from Tesco took us in. They sent her home, that was
horrendous…but [hospital name redacted] have been amazing. When she was in the
community we could barely keep her alive. She was attacking me; we were ringing the
police once twice a day, the crisis team, I was locking myself into bedroom. Sometimes the
ambulance would come, A and E triage was a joke. It was not safe for her to be in the house,
she has to go somewhere else.
[Kaisha describes how her daughter had to be moved out of the house to a B&B, how unwell
her daughter continued to be and her behaviour during this time.]
Kaisha: We were ringing the crisis team and they wouldn’t come.
Co-production Lead: Some crushing lows, it must have been desperate, this is a prolonged
bad moment.
Kaisha: They were very understanding people (who ran the B&B) I think one of her own
children had bipolar or something. We tried to bring her food 3 times a day, just trying to
keep her alive basically; she was so disruptive that other people were complaining. She was
put in a separate room away from everyone, like a cave really, the police would call at 6 in
the morning she had been doing things. My husband nearly got his arm chopped off as he
was unblocking the toilet she was putting things down. It was a policeman who said I am
going to stay here until someone comes to see her. He got the Crisis Team to see her, I
wrote an 8 page letter and by the end of the week she was sectioned.
Co-production Lead: It took all this energy to get listened to?
Kaisha: We could see what was happening, it took over our lives, it was 24/7 if when you
slept. We didn’t really have a social life; we didn’t have any social life. Our concern now is
what next? She is coming out of [the care provider] and to [West Yorkshire town], there is
not enough resource put into local facilities, not to the level our daughter needs, not just
someone who is going to check up on her and take her to a walk to the shops if she needs
to, she needs more than that and there needs to be more facilities and more resource put
into that. That is influencing us directly in terms of our pensions, what to do in terms of
lump sum, monthly payments, will she end up back here, and escalate back here. So if there
is anything you can put into the report around what happens next after being in in-service
care that would be good.
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Carer Interview 3
Co-production Leads: [Explaining the project, co-production within the project, thanking
Frederick for taking part and valuing of his input.]
Co-production Lead: What really matters to you as a carer?
Frederick: Well it’s that Sabrina is making progress, it’s been years now, it’s been that
nothing is happening, she has reasonable intelligence. I appeal to her to start using her
intelligence. Whenever I am talking to her she finds it very stressful as if I am putting
pressure on her as I try and understand her predicament. She went to the hospital for a
detox, and then it was this psychosis thing and then this horrible medication. It made her
put on weight. Psychosis is when her talking is not linked to any context in reality. Sabrina
has a real problem with sleeping and not wanting to get up. We know of a girl in Halifax
who has similar issues to Sabrina with her sleeping problem, an electric shock treatment
helped stop her sleeping problem. The hospital says it won’t work for Sabrina but how do
you know if you have not tried it?
Co-production Lead: To summarise the points you are making, Frederick you are pointing
out that the conversations you are having with Sabrina are very stressful, the
communication is difficult with her illness and where you are at as well. It has also been
difficult to see Sabrina’s change in appearance from a slim young woman to someone who is
now a heavier young woman as a result of the medication she is now on. And is there a
feeling of frustration at the lack of progress Sabrina is making in terms of her mental
wellbeing?
Frederick: Sabrina was not aware when she went into hospital she was going to be staying
for a long period. She has been moved around [hospital names redacted], wherever there
was a bed available. She has shot herself in the foot in terms of coming out, as she has
smuggled in whisky in these hospitals. She also shot herself in the foot and ran off from
[hospital name redacted] once. This is when we were preparing her for going back into the
community. She was only making fragile progress then.
Co-production Lead: It does sound common themes that we have found when we have
been doing our research around the sabotage of new placements and alcohol and substance
misuse.
[Train goes by.]
Co-production Lead: What levels of support have you had from the hospitals? Are you
linked up with other Carers?
Frederick: It’s been put to me this before, [if I was with other carers] it would be putting
more grief on me from the atmosphere of it. I think the problem is ‘they’ don’t really know
what to do with them. It is very frustrating. For me, if she was getting help, I wouldn’t need
any help would I? I need to keep my own ship afloat. My approach is a twin approach, 50%
supporting her and 50% supporting myself. That’s the way I am going through it you know?
I wouldn’t want to complicate that by involving or listening to other people or carers. You
know some are similar or worse than Sabrina, that’s how I’m working it through.

43

Co-production Leads: Thanks Frederick, that’s an interesting point you have made. The twin
approach, the 50% supporting her and 50% supporting yourself.
Frederick: I keep telling this to Sabrina, start looking after yourself but she has no idea, you
know.
Co-production Lead: She doesn’t understand the message of what you are saying there?
Frederick: Yeah, that’s right.
Co-production Lead: Are you in regular touch with Sabrina? Can you phone her up?
Frederick: Oh yeah, she has been phoning regularly, when Covid came in she started
phoning regularly first thing during the day and last thing at night but just lately she has
stopped phoning as much. I don’t mind, I want her to be speaking to people more her own
age.
Co-production Lead: I suppose it makes a difference as you are not physically seeing
Sabrina?
Frederick: It’s just so nice to hear from her just briefly.
Co-production Lead: Yes it’s that connection. Is there anything that would make your life
easier as a carer?
Frederick: A lack of progress is the biggest thing. I asked the psychologist at [hospital name
redacted] if electric shock treatment won’t bring her back in touch with reality have you got
anything else? He didn’t even give me an answer. I didn’t get any updates on her wellbeing.
Well there’s no progress is there?
Co-production Lead: So there is a lack of progress in what they have tried so far and what
the plans are moving forward. They have also not been clear in terms of explaining what
ways they have tried to engage Sabrina and what the results of these engagements have
been?
Frederick: Another thing that must be awful for her is to make friends and they suddenly
disappear and go.
Co-production Lead: So people can make these friendships with peers and all of a sudden
they move on and people are left behind are left to deal with that.
Co-production Lead: Has there been any positive things about her care?
Frederick: I don’t want to be unfair. I do my best to help but I don’t want to do more harm
than good. It’s such a complex situation isn’t it?
[Frederick asked about my opinions when we saw Sabrina as part of the project; I
explained our non-assessment or clinical role and fed back issues she raised including
weight gain from the medication. We explained to Fredrick what we would be doing with
the information we had and put this into context.]
Co-production Lead: Is there anything else that would be useful for us to know about from a
carers perspective?
Frederick: I think I have mentioned what I have needed to say, I might put the phone down
and think of something.
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Co-production Lead: If there is anything that you feel you would want to say and have not
mentioned it please give us a ring.
Co-production Lead: Yes I would also like to say thank you so much for your time and
thoughts.
Frederick: I would appreciate any information you could send re your research and wish you
luck in your work. I can remember from years gone back that patients used to be looked
after by being given good food and making sure their days were enjoyable. That was a nice
simple contract and way to approach it, I thought. Maybe these ideas get pushed aside and
things get more clinical, I suppose. You need to fire people’s imagination and get them
interested. The system will fail Sabrina, it fails most people. Thank you for your time, I don’t
think I can think of anything more at the moment.
Co-production Lead: Thank you Frederick.
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Carer Interview 4
Co-production Lead: What matters to you most about being a carer?
Kate: What matters to me? What do you mean by carer?
Co-production Lead: We define Carer as a family member, partner, friend or a loved one who looks
after someone who is currently in mental health inpatient services.
Kate: She is currently not on section but they give her medication. I get the chance to take her on a
visit and take her out. She doesn’t walk very far… we have been taking her further afield in the car to
the country where we live and grew up. She grew up in a rural place...I can tell how she is in her
health…the previous place where she was, was a hospital setting. The place was marvellous for
communication; you had to go through a receptionist. We got to this place by attending CPN
appointments. [Inaudible] she was in a very worrying situation, in a relationship with someone who
was very much an addict. He was very controlling and in a way she was bullied into what he felt
comfortable with. She was being told what to do all the time. It was very unpleasant; they didn’t
have money for food. He needed money to buy cigarettes, the alcohol as well. There were plenty of
unsavoury people hanging around. They did recommend she attend the dual diagnosis clinic in
[name redacted] she was on methadone at the time. They were very wonderful, they asked if they
wanted your mum to come in to the appointments. This is a change as I could hear what was
actually going on. This went on for a while she was getting very ill. Very ill indeed. The CPN called a
meeting with the psychiatrist in [name redacted]. He was fairly new in post. We were sitting round a
big table, the psychiatrist said every day we are awaiting a coroner’s report to land on my
desk…sorry.
Co-production Lead: You are describing the journey.
Kate: Eventually they found a place for her in [place name redacted] I think I went to one meeting
but no one knew me there. I think she was awkward at first but settled down. She was doing really
well. They decided they could do everything they could for her and she was moved first of all to
[place name redacted]. She went to look at it and it was slap bang by a busy road and then in
another [place name redacted].
Co-production Lead: Was it [care provider name redacted]?
Kate: Yes the [provider name] one is theirs too…she has put on a lot of weight…I think there was
little communication as they think it is not necessary. Anyway it is a huge relief that she is safe, being
sort of looked after but not too much. Her team really did great things for her. I don’t want to think
about what would have happened if they didn’t help her. I try not to think about that.
Co-production Lead: Sounds like things are progressing well and she is doing well, which is good
news and she has been moved to a different setting, shared accommodation? Is that right?
Kate: Yes, the accommodation is mainly male but she helps to prepare the meals, helps with
washing and shopping. I don’t see her living totally independently in the future. She seems quite
okay where she is, she is always going to be vulnerable and need some degree of safeguarding.
Co-production Lead: Do you link with other carers?
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Kate: No not really, I did attend one once. It was a long time ago but some of the stories they had to
tell, I got quite upset. I never really wanted to do that. I have got a great husband who I can share
my concerns with. I need to focus on my daughter and what I can do for her [inaudible].
Co-production Lead: You were saying that the communication with the hospitals was very good?
Kate: Yes excellent. [Inaudible…] it has been great that she has been away from her partner. Carers
used to get carers allowance, but are there any safeguards? You can be with that person but [they
could be] treating them terribly. It’s so helpful she is in [place name redacted] as we can go and see
her once a week and take her out.
Co-production Leads: It’s very beneficial all-round that you can spend quality time together?
Kate: Definitely, we can get on great; she has still got that sense of humour.
Co-production Leads: What do you think about the different environments, locked or community
care?
Kate: I don’t think the hospital environment is a very stimulating one. But maybe she doesn’t need
that…she had a wonderful OT [Occupational Therapist] but after a few weeks she had gone. She left
with differences of opinion; she did seem a bossy lady this manager.
Co-production Leads: It can be difficult the impact when quality staff leave.
Kate: Yes on the way she is looking after herself but her personal hygiene seems okay.
Co-production Lead: Is there anything else that you think would be useful for us to learn as
researchers?
Kate: In the early days she went to university, the boyfriend she had then was not like the other, he
finished with her. He didn’t understand what was going on. She got a job with the Salvation Army
working with homeless people in London getting them off the streets and into hostels but she
started going downhill, having hallucinations, she became extremely ill and then living here, it was
absolutely terrible. It was around a year but I gather that is quite a short time compared to others
before she got any help. The emphasis is now so much on the young person and [when being
assessed] she put on a magnificent show of being all right. You could be traveling in the car and at
the traffic lights she would just jump out. She would go to the pub to try and get rid of the symptoms
she was suffering…not knowing what it was. I know a lot more now obviously.
Co-production Leads: Thank you for allowing us an understanding of what carers go through.
Kate: I have enormous powers of being able to try and forget things. I forget the bad times, put it
behind me.
Co-production Leads: Thank you, it sounds like it would be helpful if there was some more support
around coercive controlling relationships in the community, or to at least help give your daughter
some insight into this? As you have pointed out there are issues in the community.
Kate: Yes definitely, there is a big drug scene with people with very dodgy lifestyles.

47

Co-production Lead: Was the duel diagnosis team helpful?
Kate: There was always a team, a doctor, they did seem to turn up, you know…they had the
persistence to work with my daughter.
Co-production Lead: Did you think they were effective? Did it help to have that specialist
knowledge?
Kate: Yes [inaudible…]. The people there obviously wanted help and got it, she wouldn’t have gone
there if I hadn’t have picked her up and taken her there. She must have had some idea that it would
work for her. Is methadone considered a good thing? I know that her boyfriend was addicted to
crack and heroin. He got methadone as well; it didn’t stop him from taking anything else.
[Co-production Lead clarifies the use of methadone to wean off illicit drugs. Partner was using
substances on top of methadone and his behaviour sounds quite entrenched.]
Kate: It’s a sad case, he started using when he was 14. He was quite an intelligent lad. He was quite
good at drawing, quite meticulous little drawings, I don’t know if he is still alive. He would take
anything that was going. He would buy a cheap bottle of wine; like white lightening, he would be
sipping throughout the day from breakfast onwards. Her addictions seemed to clear up when she
left him.
Co-production Lead: Have you had any help from carers groups or family therapy?
Kate: I think in the past we could have done with family therapy, especially for my youngest, my son,
as a child he was very frightened, when he talks about it now and of course we were very frightened.
We could have done with it, I would say that.
Co-production Lead: Thank you.
Kate: I did get a lot of support from the Quaker group. I don’t go now but it was about a loving
community. It ended up just me but to sit in silence for an hour which was quite therapeutic.
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Carer Interview 5
Co-production Lead: Thank you for taking part in our research, really grateful for you taking
part, could you tell me what is really important for you as a carer, what matters to you?
Eva: What matters to me is that Titus gets the right care; he has been in and out of services
for 12 years now. We didn’t get a proper diagnosis that he has got schizophrenia until about
3 years ago. He is a lad that does not like to talk to people at all. He just likes to get on with
things, he doesn’t like to be in groups or doesn’t like to talk to people. He has been like this
since he was young. He has been in and out (of services) and when he came out he
sometimes took drugs and then wouldn’t take his medication. It is very important that he
takes his medication. He feels that he is locked up and he has not done anything wrong, and
he can’t understand why he gets locked where he feels he should be at home.
Co-production Lead: Substance misuse seems to be a strong message we have picked up so
far.
Eva: He has been ill for a very long time before he has been locked away, has had fiends but
always wanted to be with his brother. He doesn’t want this illness called schizophrenia. To
him he thinks there is nothing wrong with him. He lost his father 8 years ago, he couldn’t
handle this at all, he loved his dad very much. He does love me but loves his dad very much.
They thought his Dad had Huntingdon’s, he was due to be tested just after he died. The
doctor in [hospital name redacted] felt it was 99% certain he had it because of how he was. I
started looking after my husband when he became ill, he always worked, we looked after
him, and Titus couldn’t understand why he was ill. Our Titus does not trust anyone.
Whatever home he goes in, the thinks they are all talking about him. So he feels that he is
targeted, he feels they are talking about him, he has this massive problem that everyone is
talking about him all the time, so he does not trust anyone.
Co-production Lead: And this makes it difficult to make the transition to a new placement, a
real issue for him to settle into a new area would be trust?
Eva: You see he will be the same where ever he goes; he does not trust anyone, anyone at
all.
Co-production Lead: We have picked up about significant bereavements that people have
to try to process, which is difficult enough but compounded by being in inpatient settings. I
am no expert but I can imagine Huntingdon’s being a really difficult degenerative disease.
Eva: Yes the boys can have the test for it but have not had it yet. They don’t know one way
or the other.
Co-production Lead: Another factor that could affect Titus. What sort of support do you
receive as a carer? Do you feel supported?
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Eva: His brother feels he is not in the right places, with him being away all that time he is
not going to get any better. What he would like is supported living really.
Co-production Lead: As a way forward for Titus?
Eva: Yes. I have not really had much support. What I mean is that I have been very lucky the
support that Titus has had going into different homes. I really appreciate all that, where
ever he is I go to visit him and take him food and clothes and money, he does smoke. I do
really appreciate everything they have done for me in terms of his care in the homes.
Co-production Lead: Are you in touch with other carers? Is there a carer network? For
people in your situation? I understand you really appreciate the people who have been
supporting Titus. Are you in touch with other carers? Are you aware of any other carer
networks? Do you feel isolated or is this not the case at all, is the hospital in regular touch
with you?
Eva: I ring the hospital, sometimes he will not speak with me as he thinks I am listening to
everything he says, they send a newsletter, with the Covid I have not been able to visit. I
don’t drive, I have to catch a couple of trains, I have not seen him now for the 8 months, and
I was seeing him a couple of times a month. When I was visiting we would walk outside for a
bit but he feels he is locked up and has done nothing wrong. I do feel isolated and I don’t
know what to do.
Co-production Lead: Sorry I hope I haven’t triggered difficult things for you.
Eva: No I just want for Titus to have a better life, to try to be in supported living and
somewhere nearer where we are.
Co-production Lead: That’s what you would really like for him? What would that look like? A
shared house with others?
Eva: He has been at the [hospital name redacted] and has been better there, if he was in
supported living somewhere where he could live on his own and someone would give him
his medication.
Co-production Lead: Like a community team? From his perspective are there things that
could create resentment and anger?
Eva: Titus feels ‘have been locked up against my will’, he is not a person that would hurt you
in any way he is just angry. He feels that he is in prison you see; he feels he should not be
there at all and that’s why he is so angry.
Co-production Lead: Do you feel that he has insight into his illness? Are you in touch with
him?
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Eva: He doesn’t like it when he is told what to do, those day to day decisions being taken
away from him. You get a newsletter and regular phone contact, but can’t visit with the
virus.
Co-production Lead: What would make life easier for you?
Eva: What I feel like is, I feel guilty that he is locked up all the time, he is blaming me, he is
definitely blaming me, I would be happy if he could have his own independence in a flat or
something. That would really make me happier; I do suffer with my nerves too. That would
make me a lot happier. I know it is expensive in these homes. He was in [name of site
redacted] I feel the expense of the home could go towards a flat, that is what I feel as his
mum. He has been in a place in [name redacted] but he wants to come home. If he couldn’t
come home, then be somewhere where he could help himself in a lot of ways.
Co-production Lead: It doesn’t sound like the transition worked out?
Eva: Has been in [name redacted] a few times. He has problems with other patients, when
they are saying things, Titus listens, he gets worse, he believes it. They can have a lot of
patients that are a lot worse than Titus and they can say things, he thinks it’s true, he is very
vulnerable. He gives people money, and in another placement he was giving people money
all the time. And his clothes and stuff. Titus is a very quiet person, when he gets frustrated it
is because he is in a locked up area all the time. Why can’t I be outside like everyone else?
He has never hurt anyone, he may have said things years ago. He had a problem with
another service user saying he is gay and fancied him. I have nothing against gay people but
I was worried. I did mention it to staff but they said that nothing has happened.
Co-production Lead: So those kinds of relationships will impact heavily on him.
Co-production Lead: Thank you. It sounds like you bear the brunt of his frustrations as a
loved one. Please feel free to tell me if I have misinterpreted that from what you have told
me?
Eva: Yes that’s right I do.
Co-production Lead: You feel that the community care option would work for him and you
feel that would take a lot of pressure off?
[Discussion explaining what we do with the information from the interview].
Co-production Lead: I am Interested to see if there are the any other care groups, but from
what you are saying there are none?
Eva: There are none.
Co-production Lead: It seems like there is an impasse where Titus is stuck in a battle of wills.
Eva: When he has been going in places he has been there a long time, and you see he
doesn’t want to do anything they say to do. Titus won’t do anything, he feels like they
51

shouldn’t be telling him what to do he should be doing it himself. So if the say, come on
Titus lets go out now into the garden, he feels why can’t he go on his own.
Co-production Lead: He is stuck in a lack of engagement cycle?
Eva: That’s right, he won’t go anywhere with anyone. He won’t go with them, he has been
out a couple of times in town, but he wants to go on his own, when they have tried to do it,
he said no.
Co-production Lead: I think back to my old school days, when you get told what to do you
end up rebelling.
Eva: Yes that’s what it is like.
Co-production Lead: It sounds like from what you are saying if he had his own freedom,
freedom to make choices it could help him to move towards a better place to be. It’s an
interesting insight into how people can get stuck in a situation. Is there anything or things
services could do to enhance your life?
Eva: A lady from [a gambling support service] is calling tomorrow; I have a lot of counselling
myself.
Co-production Lead: So its help and support for your own wellbeing?
Eva: I do appreciate everything. My other son has a drink problem so it’s a lady that talks to
me as they feel I need some support.
Co-production Lead: It sounds like things can take their toll if you are a carer for someone in
complex care along with dealing with everything else that life throws at you. Worrying
about both sons, and wanting the best for them.
Eva: They haven’t got a dad now, it’s just me they have got now. You try and help everyone
else but you don’t help yourself. I have had a brain aneurism; I can’t do the job that I used to
do which was a cleaner and dinner time duty at school. So they had to finish me that was a
real shock as I love the jobs.
Coproduction Lead: Is there anything else that you think it is important for us to know
about?
Eva: With me it is what would happen if I was ill? This has always been my worry. If anything
happened to me how would they cope? I think this is what my sister feels, she lives in [place
name redacted] and I live in [place name redacted]. We were both worried if anything
happened to me.
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Coproduction Lead: Is your counselling free or paid service?
Eva: I saw a counsellor around 8 months ago, she thinks I need more support and is looking
at arranging telephone support each week. She will give me a ring tomorrow that will be
good to speak with someone on the phone. I think that will be great for me.
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Carers Interview 6
[Co-production Leads introduce themselves and explain the purpose of the project and what
we hope to gain from the interviews.]
Jane: So yeah er, I just don’t think that the system can cope the way it is at the moment,
speaking from conversations I have had with Simon he is very fed up and he has come to the
conclusion that no one can help him because they haven’t got the resources to do that and
he is basically really fed up of the whole thing now. I was talking to him last night he was
saying that he just wants to get out of there and get a flat and he’s under the impression
that…I’ve told him that it’s not all going to be plain sailing it’s not. You don’t just come out
of rehab and get a flat and everything is all hokey-cokey coz it int. You know, the best place
for him to go to when he comes out of rehab is open rehab because at least then he has
that safety net.
Co-production lead: Yes
Jane: Being a recovering addict drug addict with mental health problems isn’t a quick fix and
it isn’t a quick and easy solution or an easy road to get through and I am immensely proud
of the progress he has made. I just worry that there isn’t the resources there to help him
maintain this once he does get out of rehab full stop. And even though he is in a locked
rehab facility there are still ways that they get drugs in there that shouldn’t be in there and
the staffs’ hands are tied because they cannot physically search them when they come back
in from what they call leave. So if they go out for the day and come back with drugs they can
hide them down their socks their pants everything. The staff have no power to search them
and then it gets circulated around the unit and the staff can’t do anything about it. I think
that the staff should have some kind of power to be able to close that loop hole, especially
for those that have mental health problems. For those that just wanna get off their faces
and stick a middle finger up to the services that are trying to help them well in my opinion
they don’t deserve to be there.
Co-production Lead: Do you think enough is being done to support people with substance
misuse issues Jane?
Jane: Simon has been going to [service name redacted] up until the Corona Virus started up
erm but yea you know there’s just not the resources there to help at the moment and the
kids are – and that’s all they are basically they are just young kids in adult bodies that are
suffering.
Co-production Lead: Yeah
Jane: And it’s really sad to see. There’s a lot of people in there with mental health problems.
There’s one particular lad in there I have taken quite a fancy to because he is such a
character he is lovely lad. You know, bless him he has got no family, you know, and he
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always comes in on Simon’s phone chats and he goes ‘hiya hiya hiya’ and his thumb comes
up and stuff and yeah we have a good chat with him and you know, it’s a laugh. But that’s
just to brighten up their day a little bit. I suggested once that they open some kind of art
room so that during the day they have somewhere to go and occupy themselves otherwise
they are just sat in their bedrooms doing nothing, they can go play pool, in the pool room,
but again that’s if it’s available. You know, if they had somewhere like an art room where
they could go in and do something like drawing or painting or something like that that they
could just go in and do either one to occupy themselves, two, to stimulate their brains and
give them something to work for, you know, like a goal.
Co-production Lead: Yeah
Jane: Then I’m sure that some of them would benefit in some way mentally.
Co-production Lead: It’s a theme that we’ve picked up Jane, around that engagement of
people whilst you know, that therapeutic engagement and to what extent…
Jane: If that’s what they had more of I’m sure that they would get a long way. But again it
comes down to staffing, funding, you know, and while...I mean I don’t want to get political
or anything but whilst the government is trying to sort out problems that other people have
got, mental health in rehab especially whether that’s open or closed rehab, they are the
ones that are suffering. You know, and I just think that if there was more places where
mentally ill people and you know, I’m not a rose tinted glasses kind of person, I know exactly
what’s going on and how things are perceived I just think that too much is placed on money
and how much stuff costs rather than the welfare of people with mental health problems
and that’s basically my view. I think everything is put for too much to the point of ‘we can’t
afford this, we can’t afford that, you can’t have it.’
Co-production Lead: You know… [Jane continues speaking] go on Jane sorry.
Jane: Rather than say right well it’s expensive, we’ll work on it but yes you can try it. You
know and if it works then we’ll afford your way through of getting it put through but if it
doesn’t work at least we haven’t lost anything in the process you know. I just think it’s all
one-sided and it just boils down to whether the Government can afford to do it or not. It’s
not a case of whether the health service can manage which they can’t anyway coz they do,
they need more funding they need more staff it’s just a case of it’s not there at the moment
and mental health people are suffering.
Co-production Lead: You touched on yesterday Jane as well sorry, some of the points as
well it’s like you were saying there’s not enough stuff to do on the wards and some of the
lads we spoke to were saying there are kind of groups on the time table that because of
staffing issues sometimes they don’t happen.
Jane: Exactly.
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Co-production Lead: And people kind of… and what you were describing there with your
son, it’s kind of a feeling we have got across a lot of the lads that have been in the hospital
for a while is that kind of feeling of hopelessness and just feeling stuck really.
Jane: Yeah. Yeah.
Co-production Lead: And there’s not a lot going on and yesterday you touched on length of
stay as well, and kind of...it’s taking a while.
Jane: Yeah.
Co-production Lead: Do you want to say a bit more about that?
Jane: Simon’s been there…I think Simon’s been in there at least what…three maybe four
years.
Co-production Lead: A long time.
Jane: Maybe a bit longer. And I just...I just…you see like I said to you yesterday Sofia it’s
almost like the unit that Simon is in like to play cat and mouse. ‘We’ll let you out for a bit,
and if you don’t come back on time we’ll take your leave and we’ll keep it off you for a fair
while, then we’ll give you it back and we’ll expect you not to do it again.’ So it’s like we’ll let
you out, then we bring you back in, then we’ll let you out, and bring you back in…it’s like
they are being set up for a fall. You know, we know that you are gonna do the runner so
we’ll let you out, and when we bring you back in we can punish you.
Co-production Lead: And it shouldn’t be punitive should it? It shouldn’t be...it feels like it’s
just not managed correctly that there’s an issue there but it’s kind of always going to be
there and be like that if something doesn’t change or it doesn’t get addressed.
Jane: I mean, yesterday I was talking to Simon and he said that his friend Mark who is also in
the unit erm, he’d got so down on himself he’s refusing to come out of his room, he has put
on weight and he was a lovely slim lad you know, fit healthy lad, looked after his body his
figure excreta, now he’s put on weight, he won’t clean his room, he lives in a cess pit, erm
they cleaned his room yesterday and took about four black bags of rubbish from just one
room because he has got so despondent with himself he just can’t be bothered anymore.
Co-production Lead: That’s so sad, that’s so so sad.
Mum: Yes, and this is a kid that spends all his money on clothes, to make himself look good,
to make himself feel better and now he just can’t be bothered. He can’t be bothered to get
out of bed, he can’t be bothered to leave his room, he just plays on his computer all the
time, he gets any rubbish he doesn’t put it in the bin like he used to do he just throws it on
the floor. And the staff have told him either he starts looking after his room or they are
going to take his leave off him.
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[Silence.]
Co-production Lead: It’s exactly the opposite thing he needs isn’t it? In my opinion. He
needs to be off that ward and doing more and it would change and lift his mood.
Jane: And this is because you know like a was saying there isn’t enough staff to cope at the
moment and they are really really stretched you know because there have been all these
new regulations that they have got to go through because of Covid.
Co-production Lead: Yeah.
Jane: It just seems that there are those that are slipping through this net of having no
support, nobodies taking the time to sit down and LISTEN to what these people are saying,
to listen to what these patients are saying and I think that’s really really sad, but if you’re
not a family member you can’t go in and see them.
Co-production Lead: Yeah.
Jane: It’s like if I went to see Simon and I said ‘oh can I see Mark’ they would say ‘no
because you are not a family member and it’s not registered in the book’ and I think that’s
wrong. Because Mark supported Simon now Mark has got no support. His family have fallen
out with him, for whatever reason I don’t know and he’s now got no support.
Co-production Lead: Like you say it would be nice to give him it.
Jane: So even though she goes in the unit she can’t get him support either.
Co-production Lead: That’s an interesting point isn’t it because therapeutically for him as
well the benefits would be for you as well you know contact with other people you know
and the relationship that Mark has with your son as well so all that dynamic is being missed
out.
Jane: Mark is a really good lad you know, because we used to have a laugh and everything
all three of us , he’d come into Simon’s room when I was on the phone with Si and we’d
have a good laugh all three of us and it would boost Simon’s mood but he’s not allowed to
do that now.
Co-production Lead: Just seems a missed opportunity doesn’t it? You know, to help
everybody.
Jane: Yeah, yeah plenty of missed opportunities unfortunately. And there’s nothing anyone
can do at the moment, I mean were on so much, so many restrictions that the vulnerable
people are being forgotten about [pause]. You know, the proper vulnerable ones I mean I’m
not talking erm like the shieldings I mean the proper vulnerable ones like homeless ones
with mental health problems, the ones that are in rehabs with mental health problems, they
are all vulnerable and they are all suffering in one way or another, and there’s nothing that
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anyone can do because the NHS is so stretched and vulnerable itself there’s nowt anyone
can do to help it. And again it boils down to money.
Co-production Lead: Yeah
Jane: You know, unfortunately everybody seems to think that you throw money at the
problem and it will solve it…not always the case.
Co-production Lead: Do you think…it’s interesting Jane you know the subject of drugs is so
prevalent you know, we’ve been kind of doing this sort of work and how vulnerable people
are and how easily they can be exploited…
Jane: Yes.
Co-production Lead: Especially by a bit of a rogue industry out there, people just making
money out of people’s vulnerability quite easily.
Jane: Yeah.
Co-production Lead: And I suppose the support, some kind of support or some sort of
mechanism to protect people from those rogue elements just seems to be a real issue. I
mean what do you think Jane in terms of your experience of, you know, what’s really
interesting Jane is that we are interesting in speaking to everybody and learning from
everybody as well. Everybody has got different circumstances you know you were saying it’s
a bit of a family effort in terms of…
Jane: Yes it’s a family effort to keep Simons spirits up because he does…he goes on a
downwards spiral so quickly you can’t always catch him.
Co-production Lead: Right, right.
Jane: So it’s a group effort between myself, his auntie, his sisters and his brothers you know
and that’s, that’s, that’s all of us his step dad is brilliant, you know, he sits down and he talks
to Si and he tries to explain to him how he could do things you know, how he could go about
doing things, and he seems to be able to connect with Simon in a way that his natural dad
can’t.
Co-production Lead: Yeah yeah.
Jane: You know, and and…
Co-production Lead: And is that a way that you support each other in that respect because
life is hard enough?
Jane: Yes, yes it’s like a huge…we are all like one huge bubble and we are all there for Simon
but we are also there for each other. I mean last year we went through a bereavement and
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don’t know if Simon mentioned this to you Sofia last year Simon’s brother his little halfbrother committed suicide.
Co-production Lead: No sorry to hear that.
Jane: Whilst in prison he had mental health problems, he committed suicide whilst on
segregation he hung himself….and he was only twenty four.
Co-production Lead: It’s awful.
Jane: To have to carry your little brothers coffin….was the last thing that Simon could do for
him……now that kind…. of impact on someone who’s already got a mental health problem
there was no support for him at the unit. There was no grief counselling nothing we have
had to help him through it but only we’ve only been able to help him through it at a
distance.
Co-production Lead: Yeah, you are not able to be there for all the rest of the hours like you
would like because he is in hospital.
Jane: Exactly. Which is why I would say that in circumstances like that the unit should be
more accommodating , you know, more supportive, not just to the family but more
especially to the patient that they have.
Co-production Lead: Yeah. Coz it’s a separate thing in’t it?
Jane: Simon had none of that. There was one lady there and she was absolutely brilliant ad
she was called Charlie and she was absolutely brilliant….and then she left. And she, she
became like a part of the family because she engaged with Simon, she engaged with the
family, you know.
[Discussion around whether or not the Co-production Leads have met Charlie during our
time as researchers.]
Jane: Yeah well she’s left she left and I don’t know where she went to…she left I don’t know
where she went to but she engaged with the family. With Simon, she came to his, she came
to Tom’s funeral, she brought him to [location redacted] when we went to scatter the ashes
you know, she was fantastic.
Co-production Lead: She helped him be a part of it.
Jane: You know she had so much support for him and then once she left that was it.
Nothing.
Co-production Lead: Yeah. Yeah. And did you get any bereavement support for the loss of is
it Tom?
Jane: Yes, yes.
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Co-production Lead: Did you, did the family receive any bereavement support at all? For…
Jane: No.
Co-production Lead: …for Tom?
Jane: No.
Co-production Lead: So you are still obviously processing that loss?
Jane: Yes.
[Jane tells us further information surrounding the bereavement].
Co-production Lead: It’s an issue for but we seem to have picked up on a lot of people have
suffered these really big significant bereavements and you know, there doesn’t seem to be
any kind of supportive response for that. Every family is going to be different in terms of
how they are going to deal with that bereavement.
Jane: Yes.
Co-production Lead: And there doesn’t seem to be the kind of bereavement support like
you say, bereavement counselling, it’s a process.
[Jane discusses the impact Tom’s death has had on his mum and how she has received
minimal support.]
Co-production Lead: Does anybody help you Jane? Like has anyone said, you know, would
you be interested in, it sounds like you do a really good well in the family so it might not be
applicable but as like, have any professionals said.
[Dog barks so question is repeated.]
Co-production Lead: It sounds like you do a really good job of supporting each other in the
family so it might not be applicable to you but I was just thinking have professionals ever
said ‘here’s some numbers for a carers group you might be interested in.’ Would you know,
or a group people can just go and talk about their experiences or offered anything by the
hospital or anything for the family?
[Jane discusses how she gets a lot of support from where she works and that they are all
very supportive there and that she has received grief counselling in the past.]
Jane: And we always look out for each other. So yeah I get, I think I get enough support , I
get my husband, I’ve got my kids, I’ve got the support of work and I’ve got the grief
counsellors from work and I can always talk to my boss and I can talk to the assistant boss,
they are fantastic, even head office are brilliant. So yeah, I’ve got enough support but thank
you for that offer, because no one else has offered that.
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Co-production Lead: That’s quite interesting like the hospital just haven’t offered that to
family and it’s like you’ve got to you sort it outside kind of off your own back through work
and it’s not been offered via the hospital.
Jane: No, nothing has been offered.
[Discussion around the difficulties faced accessing bereavement support services in Leeds.
Jane also talks about how past difficulties and bereavements have impacted upon her
during her lifetime.]
Co-production Lead: It’s kind of going back to what you were saying before really that it’s
almost like if resources could be put into helping unpack unresolved grief that you know we
can go through it just helps further down the line you know in terms of our ability to be able
to handle you know the difficulties that inevitably will hit us you know?
Jane: Yeah. I mean I think I do quite well to say that I also have depression.
[Discussion around counselling and how it can be really useful to help enable people to
make sense of their situation and process and manage issues. Jane describes her experience
of counselling and how it has been useful in helping her find coping mechanisms to deal
with difficulties that have arisen. It is not felt that enough is being done to help patients on
the ward develop insights and build up coping mechanisms.]
Co-production Lead: Yeah, It sounds like a really interesting and good therapeutic exercise
what you have described there Jane and it’s like you say, I suppose what you are saying is
that yeah if you’ve got mental health problems to be able to process and deal with that is
hard enough if you haven’t or you know yeah so yeah so that’s a good point isn’t it of you
know the complexity of the people that are currently in inpatient services.
Jane: Yeah I mean obviously some people have far more problems than I ever could imagine
and they do take specialists to help them, they do need specialists you know, but for those
that are just depressives, whether that’s social depressives, manic depressives or just
someone that’s lost their way I think that the mechanisms that my counsellor taught me
might help them.
Both Co-production Leads: Yeah
[Jane talks about counselling she had prior to bereavement counselling and how this had
been massively beneficial for her.]
Jane: Two of my other children they had ADHD and we actually thought that Simon had
ADHD but nobody would ever test him. Now had he been given that support when he was
little then maybe he wouldn’t have gone so far off the rails. But he was never given the
support or the opportunity to be diagnosed as a child unfortunately as an adolescent he was
diagnosed with split personality disorder but it wasn’t down as schizophrenic, it wasn’t on
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that level which I find a bit confusing because if you’ve split personality, aren’t you just
schizophrenic?
Co-production Lead: It is confusing with all the labels and things that people get assigned
and then that’s…
Jane: I don’t like labels. You know?
Co-production Lead: And the labels can change over time as well can’t they?
Jane: Yeah I mean for example, years and years ago they weren’t ADHD kids, they were
naughty kids, they were bad kids. They weren’t ADHD kids, they were BAD. They weren’t
right in the head there was something up with them.
[Discussion around how passers-by used to negatively comment on the behaviour of Jane’s
children. Jane also gives more information also given about Simon and his past history.]
Jane: You know, you know, being a single parent, bringing three kids up and having one with
the problems that Simon had, you know it was only to be expected that at some later part
of his later life he would end up where he is…because while he was on the run, doing
whatever it was he was doing he was introduced to drugs…and that’s why he’s where he is
now. Because he was addicted and he couldn’t hack…he couldn’t get off it as much as he
tried, he tried to settle down and make a family and that went pear shaped and that just
drove him further into the ground. He lost his girlfriend, he lost his flat he lost his baby –
everything. The only way out of it was through drugs for him that nearly killed him. So yeah,
there needs to be support out there, there needs to be a lot more support for those that are
coming out of institutions like rehab or care homes or even prison because there’s nothing
for them when they come out of prison either there’s no support network for those that
come out of prison.
Co-production Lead: You were saying that as well yesterday wasn’t you Jane that it’s just
they [people struggling with homelessness and mental health issues] are almost left to fend
for themselves almost, with kind of no clear understanding of the systems and how they
work…
Jane: Exactly.
Co-production Lead: …and how they can get benefits and stuff and how they can you know,
empower themselves. They are just not given that knowledge.
Jane: No. And a lot of those that come out prison are not given this knowledge, not given
this information, not shown how to access it, and then they end up on the streets again
adding another number to the statistics of homelessness. So yeah, it is the whole system as
such that is failing again the vulnerable.
[Brief discussion around the importance of working holistically.]
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Jane: Yeah, it’s like, yeah like it’s err, say for example, you come out of prison, there’s a
team there waiting to help you with your benefits. They help you with the benefits and then
they pass you on to the next team which is housing. And they work with you on housing
until you get somewhere. When you’ve got your housing there’s another team that will help
you home build. But all these organisations that are together will still stay informed so the
housing, and the benefits and the home networking, they all stay in contact and feed each
other information so that the person they are helping knows that they’ve got that support
network there if anything goes wrong. Say for example benefit doesn’t pay out; they know
they’ve got someone they can go to and say ‘look, can you help me sort this out my benefits
not come’ or someone from the housing ‘can you help me sort this out coz this isn’t working
right?’
Co-production Lead: Yeah.
Jane: Home networking team ‘can you come and help me coz I don’t know if this is right and
am I doing it right? Can you come and show me?’ So those organisations are still there to
form that safety net for the first three to six months of coming out of prison say. And then
after that six months they are going to grade it down slowly until you no longer need them.
Instead of saying ‘right we’ve done our bit, now off you go.’
Co-production Lead: Yeah.
Jane: If they weaned off the services slowly maybe then more people will survive the
coming out of prison bit. Not end up being on the streets. Then we should have another
organisation that will help those that are already on the streets, with benefits, with housing,
with mental health. You know, and then a team that will help them to understand how they
managed to get to be homeless in the first place, to prevent it happening again. But there
isn’t anything like that.
Co-production Lead: And like you were saying transitions needs to be managed better you
can’t just like, throw it in the context of rehab, I think it’s, you know, if you’ve been in
hospital for a long time and then you are suddenly out you know, it’s going to be a shock to
the system, there’s going to be a lot of apprehension, a lot of kind of nervousness…
Jane: Very, very daunting.
Co-production Lead: Yeah and it needs to be managed, it can’t just be kind of ‘right well
there you are now’ you know what I mean? Because it would take like what you are
describing there Jane is a gradual transition, it’s less shocking to the system you know.
Jane: Yeah, yeah, but I don’t honestly think that there is anything out there and I don’t think
anything like that is gonna happen. Because everyone says ‘right well we’ll sort this out,
we’ll sort that out we’ll do this we’ll do that’ blah blah blah and then as soon as it’s all over
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and ...you know, as soon as your back is turned so to speak, it’s right ‘well just forget all that
now, we’ve managed to shut them up.’ That’s it.
Co-production Lead: Box ticked.
Jane: You know, what we will say to your face is different to what we are gonna actually do,
and, that’s just how it is.
Co-production Lead: Yeah there’s something about, we spoke yesterday about like things
being said but just not followed through and then…
Jane: Exactly.
Co-production Lead: …feeling no further forward when next review comes around all the
stuff that you have mentioned months ago still hasn’t been addressed and you are no
further forward in your situation.
Jane: Exactly. That is it in a nail.
Co-production Lead: Yeah.
Jane: That is it.
Co-production Lead: So there’s summat about if staff are saying something and it’s written
down documented it needs to be actioned and carried out because I guess the impact of
them not doing it is that you’re going to start feeling …you know, your loved ones in hospital
feeling hopeless, then your gonna start feeling hopeless and a bit like your banging your
head against a brick wall.
Jane: Yeah. I’ll give you a casing point. I was at a meeting once, right, and it was
documented, they had minutes and everything and we were addressing the subject of what
makes Simon do a runner from the unit. And he said that sometimes he just wants to have
some space to himself where he can sit down and have a pint, have a smoke, you know a
roll up or a proper cigarette, just watch the world go by for a little bit, to get his head
straight. Finish his pint, finish his cig and then come back to the unit. They said ‘ohh that
sounds like a good idea, that would be a good way we will be able to manage what you do
with your runners. We’ll try and work on that.’ They said. They wrote it all down that that’s
what they were going to work on, you know, take him out to the pub, let him have a drink
and a smoke and sit and watch the world go by for a bit and then bring him back and that
would enable not to want to do a runner it would crush his urges. Yeah…they have not done
it once.
Co-production Lead: And when was that discussed? How long ago?
Jane: Oh, about be about a year ago.
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Co-production Lead: Wow, wow.
Jane: And they said ‘yeah we’ll sort that out’ they wrote down and everything. ‘We’ll get it
passed by the doctors’ they said.
Co-production Lead: It’s not good enough, it’s not good enough at all is it, at all it’s not good
enough.
Jane: Not a damn thing was done. And when I pulled them on it they said ‘well we haven’t
got the staff’ and I agree with that they haven’t but if they know haven’t got the staff they
shouldn’t agree to it in the first place.
Co-production Lead: Yeah it’s managing expectations.
Jane: Yeah but this wasn’t just some random member of staff ‘yeah we’ll do this, we’ll sort
that out we’ll sort that out’ this was somebody that was a team leader yeah, that was in
charge of Simon’s health care saying ‘yeah we’ll work on this, we’ll sort it out we’ll get it
done because it will help you’ and it never bloody happened.
Co-production Lead: No that’s not good enough.
Jane: And that crushed Simon to the point where he started running off again. So they’ve
not addressed his issues of urges like they said they were but they are quick enough to
punish him for it. They are quick enough to punish him but not quick enough to help him
and that’s exactly how Simon sees it. You know, Simon said to me the other day, well
yesterday actually when I spoke to him and he said ‘they are forever threatening to take
your leave off you in here that’s what they do. If you don’t behave they threaten to take
your leave off you that’s what they do.’ That’s exactly the words he used ‘they’ll threaten to
take your leave off you.’ As if leave is a way of controlling you. So basically he is being
blackmailed – behave yourself or we’ll take your leave off you. We’ll take your freedom
away if you don’t behave. For a mental health facility that’s wrong.
Co-production Lead: Jane do you feel sort of involved in the communication with him, the
hospital and the reviews?
Jane: Yeah I’ve been to a couple of the reviews, but then you see a lot of the reviews are
done without my knowledge. They don’t inform me of every review they have. The couple
that I have been to are the ones that I have been invited to. But you don’t get invited to
every one, which again I think is wrong because how am I supposed to know what’s going
on?
Co-production Lead: Yeah. So do you think that communication could be improved?
Jane: Well yeah it could be but you see I’ve already had this out with the unit and I’ve told
them straight ‘if he does a runner I want to know’ so every time he runs off now they phone
me and they tell me. And then I phone him and I talk him into going back.
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Co-production Lead: Right, so you have to negotiate directly with him kind of thing to help?
Jane: Yes. I’ll go ‘Si where are you?’ He’ll go ‘out’ I’ll go ‘whereabouts out?’ ‘Town.’ ‘Well
turn round and go home.’ ‘But but.’ ‘Don’t but me get home.’ And he’ll go home, coz he
knows that if he buts on me I’ll but on him.
[Discussion here around mum’s relationship with her son and the impact substance use had
on their relationship and her mental health. In the past mum’s house was smashed up. The
relationship has moved on. It has improved. It was rocky but is stronger for it now].
Co-production Lead: You mentioned he was doing better on the ward with regards to
substances and he’s going to [name redacted] which is good.
Jane: Yeah he was going there up until the Covid thing kicked in, and now he’s not getting
any access on that. And yeah he’s fallen down and he’s done a few hiccups, someone’s
brought weed on the ward and he had some. He did a runner a few about couple of months
ago and he had some then as well. But at the beginning of the year just after we lost Tom he
went on a [inaudible word] and he had some spice and it nearly killed him. So we nearly lost
two kids. We ended down the hospital with him; he was in a horrendous condition. And
he’d already been told that if he touched spice again, cos he’d already been he’d used spice
whilst he was on the streets before he was put in rehab and he had a stroke. And it
paralyzed one side of his body but he’s managed to get the movement and everything back,
so it was only like a mini stroke, but they’ve told him that if he touches it again he could
have a full blown stroke and that it could even kill him.
[Discussion around the impact spice had on her so after he had taken it. Lost complete
control of his function and thought he was dying. Mum was petrified and this happened in
front of her.]
Co-production Lead: Going back Jane to what we were saying about kind of, I’m just
thinking about substances and we were interviewing a carer today who mentioned that
their child had taken substances and they wanted their child to be closer and kind of
connect back with the community, but there was also a fear about kind of being left
vulnerable in the community because of people that did substances and being able to you
know access them quite readily. I mean I just wondered what your thoughts are kind of
around in the future ideally kind of what would you want for your son and kind of what
would that look like and just your thoughts around that really?
Jane: Right okay so, when it comes to substances I am very faithful that Simon will fall
backwards because he is the type of kid that doesn’t like to say no to people that does
worry me because he doesn’t like to say no. He doesn’t like to disappoint people. Which is
disappointing in itself because a lot of the time you need to be able to say no. So if someone
walks up to him and offers him some weed he’s gonna say ‘yeah, yeah I’ll have a bit with
you.’ That worries me.
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Co-production Lead: Yeah.
[Jane talks about how son is aware that he will lose family support if he starts using drugs
again. Mum hopes and prays that is enough in itself to stop him from using substances. This
is followed by a brief mention of substance misuse service and what it has to offer.]
Jane: As for him coming out of the unit and making a life for himself outside the unit yeah I
do worry because there is always that thought that he might reconnect with some of his old
friends, well I wouldn’t call them friends but acquaintances and start the whole vicious
system again, so yeah that does worry me that he may reconnect with them or that he will
slowly sink back into his old ways because it is easier than maintaining this I’m free thing. So
yes that does worry me.
[Discussion around where drugs are easily available in Simon’s home town and about how
drugs can be found anywhere if you want them. Talk about move away for a new start with
family away from Simon’s home town. The hope is that Simon will settle with his auntie who
is like a mum to him. Jane mentions that she is worried about Simon moving to a particular
local area as Simon does not think of the consequences of his words and this may lead to
him getting harmed. Jane feels that son and people with similar mental health issues
struggle to gauge what is right and safe for them.]
In the context of Simon accessing bereavement support:
Jane: The trouble with Simon is that he is a very private kind of kid you know, so even
though he is struggling inside he’ll say he’s not you know? You’ve got to show him that he
needs it before he will accept it.
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Carer Questionnaire 1 (Mum and Dad’s Perspective)
1) Can you tell me how long you have been a carer?
My wife and I have been Khadeeja’s carers since her issues first became apparent in 2013,
although it is clear in hindsight that Khadeeja’s problems had been building long before. Of
course we were also her carers as her parents.

2) Can you tell me about the level of support you receive as a carer? (Has this changed
over time? Can you tell me about a time when things were working well between you and
services? Can you tell me about a time that has not worked as well?
Currently as Khadeeja is in hospital we do not receive any formal support, other than that,
which we arrange privately. Initially when Khadeeja was diagnosed there was not much
support for us, but then we were able to access family therapy via the CAMHs [Child and
Adolescent Mental Health Services] team. At this stage Khadeeja was extremely reluctant to
take part or even be in the room, then after Khadeeja was admitted to hospital we were
able to continue with family therapy which we found very helpful to share our feelings and
encourage us to talk about what was happening with Khadeeja and with us as a family. We
also were enabled to join sessions at the two adolescent units that Khadeeja was receiving
in patient care. Between these two facilities it helped Khadeeja and us to be much more
honest and open about what was happening to her the impacts on all of us and the impact
Khadeeja’s illness had upon her.
3) What would make things easier for you as a carer?
Principally communication, over the time Khadeeja has been in hospital there have been
occasions when things have occurred and we have not been told in timely fashion, and in
part because Khadeeja has not given her permission to share things. Currently we are very
lucky to be able to see Khadeeja regularly as she is in hospital only 10 miles away. We have
also talked to all the staff we meet in order to facilitate good relationships. Additionally the
social work assistant within [hospital name redacted] really understands Khadeeja and has
been very good in communicating with us and trying to resolve issues which have arisen
between us and the hospital. One of the key problems are the difficulties that families have
when a child becomes 16 and enters that grey world of being an adult yet is also dependent
upon parents/carers for so many things. Clearer understanding of the processes involved
and how they impact on our ability to see Khadeeja, e.g. Christmas visiting at [name
redacted], visits etc. not getting reports prior to meetings, or written invites to review
meetings
4) Have you ever been asked for your opinion/point of view when decisions have been
made for your family member? If so, do you feel that your feedback helped to make a
difference?
We have always attended reviews ward rounds etc and offered our point of view. On some
occasions this has been better received than others. On balance we would say that we have
been listened to and on occasion this has made a difference, most notably recently in
explaining our belief that Khadeeja needs more support than we could provide on discharge
for hospital.
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5) Can you tell me about the experience of supporting a family member in the community
with a mental illness? Can you tell us about any positive experiences you have had with
services?
Unfortunately most of the time Khadeeja has been ill she has been in hospital. Although
supporting Khadeeja when on leave we anticipate having to evolve and change how this
works as in response to a new environment care team etc.
6) Do you feel involved in your family members package of care currently? (Do you feel as
though you are “in the know” about what’s going on? Do you have a single point of
contact/person to talk to if you have any questions that needs answering?)
Yes as stated above we attend all Khadeeja’s reviews etc. This helped by Khadeeja sharing a
lot of information about what happens to her on a day to day basis. We speak every day
usually. In respect of Khadeeja’s next steps her social worker is liaising more with Khadeeja
than us but will respond if we contact her. At times it feels like there is an agenda that we
are not involved in, we are unsure if this because we have said that we cannot support
Khadeeja at home so keeping us out of the loop even though we will be supporting her
when she does move to the community
7) Are you able to tell me a little about the impact of caring for someone with a mental
health need has had on you?
When Khadeeja was living at home Khadeeja’s problems became increasingly difficult for us
to support, we struggled with getting Khadeeja to go to school and then sixth form college.
On a day to basis it ruined a number of family holidays and meant we increasingly saw less
of family and friends as we concentrated on supporting Khadeeja and found that she
struggled with change to routine etc. It caused difficulties between us as a family and with
Khadeeja’s sister. For example, when Khadeeja was first admitted to hospital her sister was
very upset and wanted to leave university and come back to support us/Khadeeja. We had
to work hard to persuade her to stay at university and to follow her plans. Long term impact
on family and friend links are difficult to gauge as wider family and friends sometimes are
not sure how best to support us.
8) Are you aware of any carers groups that are able to support you? Would you be
interested in being part of a group? If not, why not?
When Khadeeja was receiving support from CAMHS service we did attend a few carers
group meetings but for a number of reasons these either did not run or did not have a
regular group of people attending, we were the most regular attendees. Once Khadeeja was
in hospital our efforts were given over to visiting Khadeeja, working, supporting our older
daughter etc. [Hospital name removed] did attempt a family carers meeting, but this was
derailed by one family dominating the conversation and using the opportunity to complain
about the hospital and discussing inappropriate topics. No one found this helpful so the
group did not run again to the best of my knowledge. The problem with any group is getting
agreement to as to the purpose, ground rules and having them properly facilitated,
otherwise they degenerate into an unhelpful situation.
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9) How do you feel about your family member’s care in the future? How do you envisage
it going?
Khadeeja is ready to leave hospital and take the next steps, we know from trying time at
home that that would not work as Khadeeja would need more support than we can provide.
However, finding a suitable place for Khadeeja is difficult. Therefore, we are nervous about
the next steps, feeling involved and part of the process would be more helpful to us and
potentially to her
10) Is there anything else you feel is important for us to know?
Since being in adult services we have never been asked for feedback or our view of the
experience. We are aware that at least 2 inspections have taken place whilst at [hospital
name redacted]. Whilst in adolescent services we were asked for feedback several times.
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Carer Questionnaire 2
1) Can you tell me how long you have been a carer?
N/A I’m a family member
2) Can you tell me about the level of support you receive as a carer? (Has this changed
over time? Can you tell me about a time when things were working well between you and
services? Can you tell me about a time that has not worked as well?
Pre Covid I was invited to monthly group meetings at [name of care group based at local
health and wellbeing centre] for carers, to share experiences. Obviously this has not been
able to continue at the present time. I did receive a carers parcel during lockdown with
some ‘me time’ things in, which was really lovely
3) What would make things easier for you as a carer?
4) Have you ever been asked for your opinion/point of view when decisions have been
made for your family member? If so, do you feel that your feedback helped to make a
difference?
Yes, [the care provider] inform me of anything that is happening with Kevin and ask for my
opinion, I think that my feedback does make a difference.
5) Can you tell me about the experience of supporting a family member in the community
with a mental illness? Can you tell us about any positive experiences you have had with
services?
[Early interventions in psychosis team] run activities that Kevin has previously been involved
with. Football with the [local football] foundation charity, rock climbing etc. He has been on
days out, cycling etc with [the care provider] as well. Again this is something that has been
impacted by Covid at the moment.
6) Do you feel involved in your family member’s package of care currently? (Do you feel as
though you are “in the know” about what’s going on? Do you have a single point of
contact/person to talk to if you have any questions that needs answering?)
I do feel involved in Kevin’s care package. Sometimes I’m not totally sure about who best to
speak with, [staff name redacted] at [hospital name redacted] is involved with Kevin and I
am always able to ring him and any of the staff at [the care provider name redacted] are
always available to discuss things with me. Having never previously had any experience of
mental health services, I am not clear if they are all under the same umbrella or different.
For example, the Care Provider, [another service inaudible] social services etc. We are also
waiting for results of tests from Neurology and I’m unsure who I need to contact for them.
7) Are you able to tell me a little about the impact of caring for someone with a mental
health need has had on you?
The impact of having a child with mental illness is massive. I get through one day at a time
and try not to think too far ahead. It puts stress on my relationship with my partner and I
feel I cannot give my other three children the support they need as much as I would like, I
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also think in turn they don’t share their problems with me as they think I have enough on
with Kevin.
8) Are you aware of any carers groups that are able to support you? Would you be
interested in being part of a group? If not why not?
I am aware of the group at [local health and wellbeing centre] of which I am on their mailing
list. I would be happy to be involved in any carers group.
9) How do you feel about your family member’s care in the future? How do you envisage
it going?
I worry about the future for Kevin and when he comes home. I worry that he may fall under
the ‘radar’ when he is at home. He is quite unwilling to become involved in groups and I
worry how he will fill his days. I don’t imagine he will ever be able to live independently and
this is impacts massively on my life, especially as I grow older. It seems his mental health is a
cycle, that goes round and round, at the moment he is improved, but I can see already signs
of decline and I worry that I won’t get any respite from him. He had an assessment from the
[clinic name redacted] in London and I don’t know if that has been shelved now or if that
could still be explored in the future.
10) What matters to you most as a carer?
Kevin’s life matters the most to me, and that he can have a fulfilled life with as much
independence as he can.
11) Is there anything else you feel is important for us to know?
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Carer Questionnaire 3
1) Can you tell me how long you have been a carer?
I have been a carer for 9 years.
2) Can you tell me about the level of support you receive as a carer? (Has this changed
over time? Can you tell me about a time when things were working well between you and
services? Can you tell me about a time that has not worked as well?
I hardly received any support during the first 7 years of my daughter’s illness (Sophie).On
reflection this was poor. It appears, “she slipped through the net.”
However, since she was admitted to hospital in December 2018, I have been signposted to
Carers groups [name of carer group redacted], the [name of carer group redacted] and ward
based groups.
It has been a privilege to access these services which are invaluable and have helped me
enormously. Also enrolling on the [name redacted] programme provided an amazing
opportunity to liaise with a panel of experts as well as other carers and share our
experiences to learn new ways of dealing with situations.
3) What would make things easier for you as a carer?
I currently have all the emotional support I need. It would be helpful to know that if Sophie
relapsed she would be cared for by services in the local area.
4) Have you ever been asked for your opinion/point of view when decisions have been
made for your family member? If so, do you feel that your feedback helped to make a
difference?
I have been invited to ward reviews and been provided with questionnaires to complete. I
have always been listened to, but my suggestions have not always been acted upon.
5) Can you tell me about the experience of supporting a family member in the community
with a mental illness? Can you tell us about any positive experiences you have had with
services?
On 24/3/20, the day of lockdown, Sophie was packed up and ready to be admitted to [care
provider placement name redacted] from the open rehab in [placement redacted] with
transport arranged. Despite being assessed by the team since February as suitable for this
placement, they refused to accept her. The views of her family and care co-ordinator were
ignored on this occasion. Consequently, she was isolated from us for two whole months and
the only benefit being two psychology sessions. Another issue was that the internet service
was very poor and she could only contact us from the public lounge area. On several
occasions the emergency alarms went off and she had to end the call and leave the room.
Sophie has been hospitalised for so long, I have no recent experience of Community
support. However, I do believe this was withdrawn too early previously and Sophie’s health
ended up on a downward spiral which led to a crisis situation and sectioning. I did not know
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who to turn to when I noticed her health deteriorating and an earlier intervention from the
mental health services would have probably prevented such a predicament.
6) Do you feel involved in your family member’s package of care currently? (Do you feel as
though you are “in the know” about what’s going on? Do you have a single point of
contact/person to talk to if you have any questions that needs answering?)
Yes, I do feel involved in Sophie’s care package. Her care co-ordinator, key nurse worker and
advocate are all willing to listen to any concerns.
7) Are you able to tell me a little about the impact of caring for someone with a mental
health need has had on you?
The impact has made me feel utterly exhausted and drained at times.
8) Are you aware of any carers groups that are able to support you? Would you be
interested in being part of a group? If not why not?
The support services have been invaluable and I feel there are more carers out there who
would benefit by accessing them.
9) How do you feel about your family member’s care in the future? How do you envisage
it going?
I am feeling more confident about her future now that I have developed a rapport with
health care professionals and support workers. I do worry about what might happen when
her family are not around to monitor her care.
10) What matters to you most as a carer?
What matters most is that my daughter remains stable and does not get the tormenting
thoughts back, so she needs to take her medication. Also that she receives ongoing support
from the mental health team.
11) Is there anything else you feel is important for us to know?
It would be much better if there was a locked rehab facility situated nearer than [exact
locations redacted to South Yorkshire and Teeside]. The cost of travel and time taken to get
to out of area placements is problematic for carers. It is also expensive for the NHS as well
as time consuming for the health workers who are required to visit.
In Sophie’s case as she started to recover, it would have been easier for her to integrate
more into the familiar surrounds of her home community.
Another area of concern has been all the changes of hospitals (4) staff (About 7 different
Consultants, 3 Care co-ordinators, about 7 key nurse workers) that Sophie has experienced
during her 20 month hospitalisation.
This has meant she has had to endure the stress of explaining and repeating her terrifying
experiences, over and over again. I have also felt distressed having to seeing her in this
situation.
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All her family believe she has been in hospital too long. As parents, we unsuccessfully
appealed against her section 3 in April this year.
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Carers Questionnaire 4 (Mum and Father/Partner)
1) Can you tell me how long you have been a carer?
We are responding as family members. Isabella is Owen's mum and has been directly
involved in Owen's care and treatment for 20 years or so. Owen has been very ill for all that
time - he is 33 now. Christian has been involved with Owen for over 11 years.
Owen has been unable to function on his own throughout this period. His condition has
varied from "stable" to "dangerously unstable". His prognosis is not good and it is difficult to
see how he will be able to operate without continued and suitable live in care.
2) Can you tell me about the level of support you receive as a carer? (Has this changed
over time? Can you tell me about a time when things were working well between you and
services? Can you tell me about a time that has not worked as well?
Throughout the period concerned the support provided to us as concerned family members
has varied widely.
In terms of marks out of 10 "corporate" ("Trust") support has varied from -3 (minus 3!) to 6
out of 10.
At its worst it was in effect deliberately obstructive and using patient confidentiality and the
ancillary Trust rules to avoid involvement, input and / or any challenge. This evident
even when Owen was assessed as being completely unable to act in his own capacity!
The role of care coordinator has always been sold as central to the management of patient
care paths. In our experience the role does not have sufficient authority to actually
influence individual care paths in difficult situations - with the result that the "system" takes
over and pushes in the standard direction. The Trust has been generally driving toward care
in the community for a long time. This has resulted in some monumental and disastrous
decisions for Owen and his safety, well-being and treatment has been badly affected.
For us, as informed family members with probably the best overall picture of Owen, his long
term diagnosis, treatment and prognosis, this has been very upsetting and frustrating to say
the least (and we are saying the least here). This is particularly true because very often we
could see the mistakes being made. When treated as outsiders (as we frequently were) we
were often unable to alter the view of ill-informed minds and systems. We found that if care
teams or management felt challenged by us or by circumstance they often played the
patient confidentiality card and hid behind it.
From a point of view of the support we have received from individuals within the system
(rather that the "corporate" system) marks out of 10 vary between -4 (minus 4!) and 8.
There have been some individuals who have in effect bullies to Owen and tried to be the
same with us. In some cases their lack of understanding has been colossal. Equally bad are
those who have just done what the system wants and no more. There have been others
who have genuinely obtained an understanding of and empathy with Owen and his needs
and have tried to keep us in the loop with regard to his care pathway. A big observation to
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us over this period is that many of the good in house staff have obviously suffering from
stress - it seems to us they were / are suffering from the same frustrations as we have when
faced with regard to Owen's care. We suspect this is a big issue within the Trust.
We understand the requirement for the Trust to set rules and guidelines for treatment of
patients and their rights including confidentiality.
In normal cases this "by the book approach" may be an acceptable starting point - care
pathways are perhaps more predictable and can be recovered more easily if they stray off
line.
THIS IS NOT THE TRUE WITH COMPLEX CASES. In such cases we are sure that the concept of
"rules exist for the guidance of wise men not the blind obedience of fools" should be more
relevant. This should be particularly true of the approach to the close involvement of family
members. In our case we believe we have as good and understanding of Owen's position as
anyone and better than a lot. We know that it's not always true of all families - hence then
need for an acceptance of proper judgment by appropriate staff.
The nature of complex care support for us and care for Owen is in our experience markedly
different between - "in house" facilities and "contacted out" facilities.
Using the same marks out of 10 scoring system overall "in house" get a range of -4 (minus
4!) to 5. Contracted out facilities get an overall range of 4 to 8.
Concerning time frames and generally the level of support has changed for the better
overall over the last few years.
Generally the rhetoric for family involvement is more positive these days. However we have
had some pretty bad incidents of exclusion and disregarding of our views in the last few
years as well.
Of course the NHS has long (many many years) advocated and encouraged the involvement
of families in the care path of all mental illness cases and particularly in the case of complex
cases. There are many examples of the success of this. Indeed simple common sense says it
should encouraged. Equally there will be examples of close family involvement being
detrimental. We feel and see the Trust's culture being dominated by a "best avoid the
danger" and as a first instinct hide behind a patient confidentially smoke screen. A
successful culture would encourage and reward good judgment in this regard.
We know this all sounds as if we are simply complaining for the sake of it - we do
understand many of the challenges but able to see the effect of a poor culture and
approach.
We can provide specific examples of the worst and best if you need.
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3) What would make things easier for you as a carer?
Fundamentally, as "carers" or family members it would be much easier if we could have
confidence that the "Trust" will not just default to its general strategy of move everyone to
care in the community particularly when complex cases get difficult either because of
patient's specific requirements or a lack of "Trust" in house facilities.
Equally if the culture around the use of client confidentiality was enhanced massive benefit
could accrue to all concerned. If it was used in a positive way, using appropriate judgment
and understanding of the "rules" it could form a very positive factor in the treatment and
wellbeing of Patients, Carers and Families.
There is no doubt Owen's prognosis (and that of many others we suggest) involves in house
care for the immediate future and likely the medium to long term. In these situations more
bespoke and intelligent involvement is needed not less and certainly in the face of the fact
the Trust has no credible in house facilities at present (and has not had for quite some
time).
Being as "contacted out facilities" are needed it is not being cynical to suggest that funding
considerations have driven some of the bad decisions regarding Owen's care.
We know there is a culture (rightly) of patient confidentiality that has to be protected. We
object when this is obviously used to avoid our involvement in difficult situations or when
we are challenging bad decisions. This is partially true when it seems to be a fact we know
Owen and his history very well, we are intelligent and knowledgeable and the "difficult"
situations often involve Owen's inability to make rational decisions for himself - almost by
definition!

4) Have you ever been asked for your opinion/point of view when decisions have been
made for your family member? If so, do you feel that your feedback helped to make a
difference?
As you have likely perceived we are capable of being pushy and persistent when we see
things go astray. We are perhaps considered perceptive as well.
There have been instances where we have been;
 (+) pro-actively asked for opinion / point of view
 re- actively asked for opinion / point of view
 (-) forced to push our opinion / point of view
 (-) simply not been informed / involved
These have had a variety of outcomes - including being
 (+) listened to as an informed member of the wider care team
 (-) ignored
 (-) patronized
Over a period of 10 years we and Owen have suffered badly from the negatives.
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In later years there has been some improvement and the positives are much more in
evidence. However, here have still been some bad example of the negative which have
resulted in problems for us and Owen.
We are unaware if these improvements are general in nature or specific to us because of
the direct and sustained effort we had put in in face of the obvious barriers.
There have been very few situations where our view has proved misplaced. There have
been lots of instances where our opinion / point of view has been proved accurate but
ignored with sometimes disastrous results.

5) Can you tell me about the experience of supporting a family member in the community
with a mental illness? Can you tell us about any positive experiences you have had with
services?
There are no positive examples of supporting Owen in the community in the sense that the
question seems to be asked - the Trust now accepts that his diagnosis and prognosis is likely
to wholly exclude care in the community initiatives or experiments for the foreseeable
future.
Over the last 10 years S17 leave has been used both positively and in a wholly inappropriate
way.
 In periods of mental and medical stability Owen have been given unescorted day
leave without major incident. But also with no sign of Owen showing any attempts at
integrating into community life or showing any concept of what may be required to
do so.
 The same is true of S17 overnight leave to the family. With no sign of Owen showing
any attempts at integrating into community life or showing any concept of what may
be required to do so.
 In period of serious mental and medical instability Owen has been given S17 leave
with access to large sums of money - because it was his “right" without any seeming
regard to the obvious dangers.
 In the past he was released from a S3 restraint (without due statutory procedure in
place) and placed in a bedsit in a known and very active drug center - the support
and results of this were very bad.
 Latterly he was "promised" a position in a self-contained flat in [location redacted]
and give more space to "prove" he could use it positively. This against our belief and
the knowledge that Owen was incapable of using the "space". This also flying in the
face of QCR reports that [location redacted] was not safe! In addition the place was
arbitrarily withdrawn (even if it was ever available). This badly thought out "big
carrot" approach proved to be a disaster in many ways - The effect of all this Owen
was pushed, dragged or walked in to self-medication on the streets and rejected his
prescribed medication in retaliation for being let down or in his words "lied to". A
major relapse - and wholly avoidable. He is just recovering his stability now after
more than a year!
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6) Do you feel involved in your family members package of care currently? (Do you feel as
though you are “in the know” about what’s going on? Do you have a single point of
contact/person to talk to if you have any questions that needs answering?)
At present we do feel involved and "in the know".
Owen's present care coordinator is working hard to involve us and deal with Owen's specific
challenges. Owen is well placed in a [name retracted] contracted out facility. The whole
team is engaged and working in a sensible way.
We have developed our own contacts within [name retracted] and use them on a regular
and sometimes daily basis.
From within the Trust we have a dedicated care controller - and this works well with the
present individual who is active in involving us and dealing with any concerns, queries or
questions we have. With the right person and when things are normal and on track this
works well.
With the wrong individual it does not work very well at all and opposing views and opinions
can be easily blocked and isolated.
When things are not on track or go wrong, even with the right person in role, the lack of
clout in the role can prove to be a real problem. The consequences can, and have been very
bad when the "system" takes over.
In these cases we believe very strongly that the likes of us should have access to senior staff
who are capable of making decisions and implementing specific action.
7) Are you able to tell me a little about the impact of caring for someone with a mental
health need has had on you?
Obviously it is distressing having a family member suffer from a serious long term mental
illness such that they are unable to maintain a level of stability or independence.
That being said it is a fact and needs to be dealt with and it largely can be - we wish it were
different but we all have to start from where we are ........
The added stress cause by poor communication with or involvement of family in his long
term treatment is less easy to deal with particularly bearing in mind it should and could be
largely dealt with.
The constant strain knowing that Trust culture and procedure could easily cause
another avoidable disaster at any stage is a real worry and threatening to our piece of mind.
8) Are you aware of any carers groups that are able to support you? Would you be
interested in being part of a group? If not why not?
We are aware of various support care groups. We would not rule out becoming involved in
an appropriate one should it prove necessary.
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We both have had many years of dealing with these challenges and the stress they bring.
We have both taken individual counselling advice on how to manage such situations and
feel we have some experience in dealing with the challenge and potential fall out.
We are aware that, by necessity, a group approach to such issues has to address the lowest
common denominator and as such we may not find much additional support in them.

9) How do you feel about your family member’s care in the future? How do you envisage
it going?
The horrors of the past "care" are hopefully just that "in the past".
We have seen some improvement over recent years. But equally we have seen examples of
the same old mistakes being made in current times.
We understand the need to accept some risk in pushing and planning for improvement in
Owen. We understand that the nature of his illness will mean there are set backs and issues.
We also see the potential for the structural and cultural mistakes of the past reappearing.
We have some confidence we will recognise them as they emerge.
We have low confidence we will easily be able to intervene if the "juggernaut" gets going in
the wrong direction - mainly for lack of willingness of the Trust to permit us a senior level
management or clinical contacts.
10) What matters to you most as a carer?
Owen and his comfort.
11) Is there anything else you feel is important for us to know?
The root of most of the problems are cultural or systemic.
A new set of rules or committees about the involvement of families or carers in the care
path of complex cases will achieve very little - if anything.
There are appropriate rules and care path guidance in place already and we have read many
of them.
The problem is when the Trust struggles to have the right resources available or a "complex
case" needs action or thinking which is non-standard or non-routine action it creates proper
stress in the system and people.
Because there is no "thinking man’s department or procedure" to consider such
requirements (some of which are regular in nature and some emergency by nature) staff
and systems are forced to fall back to a "dumb" compliance with the letter of the rules and /
or let the system take over.
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In so far as liaison with families is concerned this, in our long experience, often results in the
use of the rules (often of patient confidentiality) to push away difficult questions or
observation.
The same is true in relation to the care delivered to Owen. There have been many examples
of system lead actions that are wholly inappropriate and that any "thinking man" of
seniority would simply avoid.
Creating a proper function and culture that is capable of "using the existing rules and
facilities" for the benefit of complex cases - and applauding such action will help patents,
carers and families.
A point we are sure is missed is that there are individual members of staff who can see what
is needed but are unable to bring the system and facilities to bear in complex cases - these
members of staff are just as vulnerable as patients, cares and families - we have seen the
detrimental effects of this on well-meaning and caring members of staff.
The Trust has a deep seated adversity to outside influence. Its senior people are simply not
prepared to get involved with individual cases - even complex ones.
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