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‘We should all know who’s involved in the care: what the care is and when it’s next 
planned to be reviewed. Now that’s not rocket science  :we seem to have wrapped 
an awful lot of complexity around it, but at the heart of it for me, that’s what CPA is 
and I think that the issue is that organisationally, … it’s one of the few universal 
tangible things we’ve got in the system.’ PR15 

Professional 

‘I think there is a lot of information we can give to people up front, which will I guess, 
help manage their expectations the patients and carers about what care coordination 
is how long someone is likely to be care coordinated for what goals will be identified 
and aimed for. I think there is a lot of information that we can give that we are not 
giving now.’ PR04 

‘It’s not the entire remit of mental health services and that’s about signposting and 
enabling people to use other things that are going on in their lives to build up their 
wellbeing and I think making connections between people is something we could do 
better...’ PR06 

‘I want information because I want to know how he’s going to recover and if there’s a 
chance that he will be back to the way he was and what the process is, ‘cos they just 
try every kind of medication under the sun.  Maybe if I had information off them, I 
would know what they’re trying now.’ C07 

‘A huge thing would have been education and understanding around supporting the 
crisis, supporting recovery, understanding my partner’s diagnosis…through crisis, you 
end up back there again but with no tools to kind of, cope or deal with it…I didn't 
know how to best handle it.’ C44 

‘There didn’t seem to be anything where there was, like, a flow diagram or…  Or a 
tree or like a…  Where it said…“These do this, these do that, and that’s where these 
go into that.’ C03 

‘Something that is important to me is to talk about how somebody becoming unwell 
affects the family’  C44 

Yeah.  [CPN] has always been really good with me anyway.  Like, 
he hasn’t done anything without my consent.  Like, if he’s going 
to make a decision, he always comes to me first and asks about 
things.  

I was told when I was diagnosed that it was very, very important 
that my close friends and family were very boned up about 
[mental illness] and how they should support me in times of 
mania and depression and also times of being well but not too 
well that I tip into mania.  
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Service User 
‘So the whole point of you working with someone, you know, its  identifying what 
recovery journey they’re working on and we’re agreeing together, collaboratively I 
suppose, what we’re aiming for.’ PR01 

‘I think service user involvement is absolutely key, because it communicates that 
sense that we’re all in it together… and some are service users some of the time 
and some aren’t, but actually that’s a flow and… there are times in all our lives 
when we can be fragile and needy and I think that has to be part of… day to day life.’ 
PR06 

‘I think that the times when it’s gone really wrong for me is where the MDT haven’t been 
aware of what each other are doing and certainly, the service user in the middle of that 
hasn’t been aware of, you know, all of the different things that are or aren’t happening, 
‘cos sometimes, its about, things I think people are happening, but actually, they’re not 
happening.’ PR16 

‘I think there needs to be investment in not just helping teams to be really robust and 
creative but a bit same approach for the team in the broader sense including service 
users and carers. Which is, for example, why this research project is so good, because 
it’s an example of it. So it’s not research by the professionals its research by a team. A 
whole team of service users, professionals, carers.’ PR17 

‘I do feel that I’ve moved on from somebody who got distressed and panicked by 
crisis.  To someone who has some understanding and education.  And I feel 
empowered and more in control because of that.  So I think I’m in a better place 
than I was’.  C44 

‘I think it’s just committing and having respect for the triangle of care, because 
carers should be equal partners.’  C35 

‘We worked as a team; she valued me as a carer.  She has not seen me as 
interfering…she knows I have good experience.’ C43 

‘I feel as though I’m pushed out, but then when anything goes wrong, I mean, 
they’re saying to me “Oh well, she could do this; she could do that” I think: Aye, she 
could do a lot of things, but you haven’t got her 24/7.’ C14 

‘I did a WRAP plan. Wellness Recovery Action Plan, 
which really helped and because the team are 
aware of it; they could, when things were bad, they 
could actually encourage us to use little bits of my 
WRAP plan.’ SU146 

 ‘I had a WRAP plan.  A wellness, recovery action 
plan.  Which highlights my triggers, early warning 
signs.  It tells you what steps I need to take to 
hopefully prevent things breaking down.  It has a 
crisis plan section.  And I would hope that that 
would be used.  And that I would use that in 
planning for my future care.’ SU125 
 

‘Once I reached a point of being physically and mentally well 
enough to start thinking about what I want I wanted to do 
next, you know, it was me that went out and looked at what 
training was on offer, looked at what other organisations 
were out there that I could become members of, or you 
know, access their services and it was mostly around like the 
voluntary and community sector where I got that support.’ 
SU126 

Professional ‘Yeah.  [CPN] has always been really good with me anyway.  Like, he hasn’t done 
anything without my consent.  Like, if he’s going to make a decision, he always 
comes to me first and asks about things.’  

‘…carers wanting information or wanting to tell you something saying” I can’t talk to you cos so and so 
won’t talk to you “ Well you can always listen as long as you don’t give any confidential information away, 
you can listen. It’s very frustrating to be a carer and people say “I knew this was going to happen and I 
told you this was going to happen and nobody listened to me”. Some of that will be respective I know and 
maybe not accurate but it’s really important.’ 

‘I mean we are often in a position where we need to consider issues of confidentiality around 
carers…when the patient doesn’t want the relative to know, or the next of kin to know about their 
diagnosis or what kind of treatment they are receiving…and yet the family are  very concerned about the 
individual .  I think we take the view which is sort of National Guidelines that we need to give carers the 
information or enough information for them to be able to support that individual…like how they can 
access services in a crisis and who to go to…’ PR04 

‘I’ve said about them hiding behind the confidentiality card I guess there is complications in that, but 
it’s certainly been dramatically overplayed.’ 

‘I had never dealt with someone with a mental health problem.  I was looking online and ringing 
loads of services and trying to ask them what to do…I was ringing and nobody would help us and 
everything was anonymous and they couldn’t disclose anything to us.’ 

‘If you’ve got a service user who just goes on his own to his appointments and doesn’t ask the carer to 
come along, the carer just won’t come along on their own without that service user asking them. In 
which case, the professionals should be saying “Now, next time you come, you might want to bring 
along a family member or a friend or something and yes, I’ll see you on your own, but we need to have 
at least ten minutes with them or something, you know?” So it should be introduced in the 
conversation.’ 

Service User 
‘I was told when I was diagnosed that it was very, very important 
that my close friends and family were very boned up about 
[mental illness] and how they should support me in times of 
mania and depression and also times of being well but not too 
well that I tip into mania.’ SU104 

Learning Together 

Carer 
‘[Carers] have a right to know, because sometimes when they discharge people, they just discharge 
them back home and to say to a family “Well, you’re not entitled to any information about your loved 
one. Oh, P.S. We’re discharging him on Friday back into your care”, that’s setting the carer up to fail and 
the service user up to fail… This is what that service user needs. Now, carer, what do you need? 
Because you have rights in your own right”.’  

Service User 
‘Yeah.  [CPN] has always been really good with me anyway.  Like, he hasn’t done 
anything without my consent.  Like, if he’s going to make a decision, he always 
comes to me first and asks about things.’  

‘Care coordination is where one person ultimately has 
responsibility to ensure that everybody’s working in the same way 
and that everybody’s aware of what’s happening within your care 
and that information is a two-way process between you and 
them.’ SU146 
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