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A summary of the findings from the research project: 

 
Is there a pathway to recovery through care coordination? 

 
Messages from the research: 
 

• Professionals’ effectively listening makes a difference to service user’s feelings about 
care coordination. When it doesn’t work well, they feel that they are merely a ‘tick in a 
box’ and not valued. 

• Understanding the individual meaning of recovery to the service users provides a 
platform for their personal hope and aspirations. This challenges traditional notions of 
being in services ‘for life’. 

• Mutual respect provides the foundation for developing care coordination to make a 
difference to the service user’s recovery. 

• Carers generally felt excluded from care coordination.  
• There are challenges about how carers recognise stress and accept any support 

offered.  
• Some service users did not want their carers to know what is happening, carers on 

the other hand wanted to be more involved. Clarity is therefore needed around what 
information can or cannot be shared.  

• Levels of personal responsibility need to be discussed, negotiated and mutually 
agreed.  

• Taking positive risks which means stepping outside of traditional ‘comfort zones’ is 
seen as key to recovery lead care coordination and needs to be supported by 
services. 

• Signposting people to peer support and educational opportunities, where sharing 
examples of good outcomes are the focus, is seen as supporting the recovery 
process. 

• Sharing positive stories of recovery can inspire good recovery focussed practice. 
• It is vital to have a recovery focus from the very start of care coordination, the first 

meetings. 
• Where possible including the service users family and supporters in care is important.  

In particular learning from them and offering opportunities for them to learn are vital. 
• Recognising when service users, carers or professionals are ‘getting stuck’ in 

services is significant.  
• Responsibility and positive risk taking are challenging but signposting to information 

and peer support can have a positive influence. 
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Why do the research? 
Government policy over the last twenty years has attempted to tackle professional and 
public concerns around effective services for people with mental health needs and their 
carers. For example the introduction of the Care Programme Approach (CPA) which 
advocates care coordination through the allocation of a care coordinator, co-signed care 
plans and the arrangement of packages of care. However the quality and delivery of care 
coordination has been patchy and it is still unclear to many people what good practice 
means in this area. Mental health recovery refers to a holistic approach that enables mental 
health services users to set objectives for their own treatment. This research explores 
whether there is a pathway to mental health recovery through care coordination. The direct 
views and experiences of mental health service users and carers within Northumberland, 
Tyne and Wear have driven this project from the start. They are the researchers who 
designed the tools to be used, collected and analyzed data and disseminated the findings. 
This approach is referred to as Emancipatory Action Research (EAR).  
 
Who were the researchers? 
We are a group of service users, carers and academics interested in conducting mental 
health research which: 

• develops directly from the concerns and questions of service users and carers, 
• is service user and carer led at every stage including data collection, analysis and 

dissemination. 
• strives to make positive impacts for both those undertaking the work and others who 

are the participants of such research and evaluation. 
 
Who funded the research? 
The research was funded by the National Institute for Health Research (Research for Patient 
Benefit). 
 
Who gave us permission to do this research? 
The local Research Ethics Committee and Northumberland Tyne and Wear NHS Foundation 
Trust Research and Development Committee agreed that we could carry out this research 
(ref: 11/NE/0165). 
 
How was the research done? 
The project had four stages: 
1) Research training for service users and carers in the form of a university accredited 
course over 10 weeks.  
2) A Delphi process which aimed to get understand if there was any consensus in opinions 
about recovery and care coordination by sending out a series of questionnaires. 86 
questionnaires were sent out to mental health service users’, carers’, professionals’ and 
policy makers’ asking questions and asking them to comment on statements related to care 
coordination and recovery.  
3) In depth interviews were conducted by service users, carers and academics with 52 
service users, 40 carers and 18 professionals. 
4) Sharing findings with participants and professionals through workshops and a website of 
good practice in the area. 
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What did we find out? 
Delphi Questionnaire: 
Service users, carers and professionals did not always agree about issues relating to care 
coordination and recovery. Differences of opinion were expressed in 14 out of the 40 
statements on the questionnaire. For example in responding to the statement about care 
coordination: ‘Promoting recovery and working with service users towards mutually agreed 
goals are central to care coordination’, service users ‘strongly agreed’ with this statement 
whilst professionals’ collectively expressed much less agreement. Responding to the 
statement: Service users should be active partners in their own mental health care during 
care coordination’, service users and professionals ‘strongly agreed’ with this statement, 
whilst carers expressed only ‘mild agreement’. 
 
Responses were also given to statements on mental health recovery. There were statistically 
significant differences of opinion expressed by different groups of service users, carers and 
professionals in 7 out of 32 statements. Examples of such responses to the statements 
include: Statement ‘Taking part in activities and feeling part of things is important in 
increasing recovery’. Service users and carers ‘strongly agreed’ with this statement whilst 
professionals’ neither agreed/disagreed’. Statement: ‘Recovery is a return to functioning at a 
level experienced before the ‘disorder’’, service users and professionals ‘strongly disagreed’ 
with this statement, whilst carers ‘strongly agreed’.  
 
Feedback in the written section of the questionnaires can be summarised by the following: 

• All groups acknowledge the assessment, planning and monitoring components of 
care coordination.  

• For service users and some carers care coordination has or should have a strong link 
with recovery, policy makers and professionals generally do not make this clear link.  

• Service users make the strong link with the need for them to be at the heart of the 
care coordination process, for it to be about them, rather than merely to be on the 
receiving end of its delivery.  . 

• The importance of the relationship between service user, carer and care coordinator 
is emphasised, though not clearly articulated by all professionals.  The nature of this 
relationship is recognised as impacting upon the effective delivery of care 
coordination. 

• All groups make reference to the bureaucratic processes of care coordination and 
there is some cynicism that care coordination is primarily about ticking boxes rather 
than the effective delivery of appropriate care and support. 

• There is a difference in how people talk about care coordination service users and 
carers clearly draw upon their experience and discuss their understanding from a 
‘real life’ perspective.  Professionals have a tendency to provide a utopian answer 
about what the text book says that care coordination should be, we are unsure from 
the professional perspective about ‘what is’. Both policy makers and professionals 
generally provide a dispassionate perspective of care coordination. 

 
Findings from interviews: 
1. Better Communication: 
When, what service user’s regard as effective professional listening takes place it makes a 
positive difference to how people feel about care coordination. When it doesn’t work well 
both service users and carers feel that they are merely a tick box and not valued:  
 

‘if she [CPN] could see a problem with my wife she would there and then phone the 
doctors; ‘I want an appointment’…or am I going to do this or that. That was great but 
now people just seem to be if you don’t mind me saying ticking boxes.’  (Carer 9) 
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When communication works well, the benefits are evident:  
 

‘She was absolutely fantastic and she made a massive impact on me life because we 
just got to the core of a really big issue just by doing that time line…’ if it wasn’t for 
the way she worked with me and she was very approachable and very engaging, 
[she] just asked really good probing questions that no one had even scratched the 
surface in the past.  (Service User 131) 

 
2. Improving Perceptions of Recovery: 
As demonstrated from the Delphi study service users, professionals and carers are likely to 
have a variety of understandings about recovery. Understanding the individual meaning of 
recovery provides a platform for discussion around personal hope and aspirations. Such 
discussion challenges traditional notions of being in services ‘for life’: 
 

 ‘What I do now, if I meet somebody for the first time I will always say “look I won’t be 
with you forever this piece of work that I’m going to do with you is going to be time 
limited. I’m not going to come next week and say right … you’ve got four weeks and 
that will be it bye bye … I’m not going to change your life, I’m not going to change 
your diagnosis I can’t do that but I’m going to help you cope with it…’  

(Professional 11) 
 
3. Taking a Recovery and Wellness Focus: 
Working together with a recovery focus from the outset, was seen to provide the foundation 
for developing a process of care coordination that made a difference to recovery:  
 

‘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.’ (Professional 1) 

 
Service users told us that when care coordination works well they feel like an equal partner 
in the process. The use of the Wellness, Recovery Action Plans (WRAP) was a positive 
process: 
 

 ‘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.’ (Service User 125) 
 

4. Educating Carers and Supporters: 
Carers seldom overtly acknowledge the stress they are experiencing, saying they are fine 
when they are struggling. This means that they can be reluctant to accept the support that is 
offered. They often felt excluded from the care coordination process. Where it worked well, 
education was central to the carers’ experience. This was either face to face with a 
professional or through a carers support network: 
 

 ‘We worked as a team; she valued me as a carer. She has not seen me as 
interfering…she knows I have good experience.’ (Carer 43) 

 
5. Working with the Boundaries of Confidentiality: 
Some service users did not want their carers to know what is happening for them. Carers on 
the other hand want to be involved more. Clarity is needed for the service user and their 
carers about what information can be shared and what is confidential.  
 

‘[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 
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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.’ (Carer 35) 

 
6. Learning Together: 
Working together to develop an understanding of the risks and opportunities on the recovery 
journey allowed for recognition that professionals wouldn’t always get it right. 
 

 ‘I like them to be straight talking and very honest and open and I don’t like things 
being done behind like closed doors or without my knowledge and they’re aware of 
that, so they’re very straight with me, whether I like it or I don’t like it, at the time, I’ll 
always go away and think about it’ (Service User 140) 

 
7. Supporting People to Take Responsibility: 
Levels of personal responsibility need to be discussed, negotiated and mutually agreed in 
response to risk. Taking positive risks and having the right support available at the right time 
supports recovery. 

 ‘Your responsible for yourself and were responsible for helping you to make the best 
of your life and overcome your problems. I think we are far too quick to take 
responsibility away from service users. I can’t see how recovery can happen without 
them taking it back...’ (Professional 8) 

 
 
8. Education and Peer Support: 
Signposting people to peer support and educational opportunities where sharing stories and 
examples of good outcomes are seen as supporting recovery:  
 

‘I think there is a lot of information we can give to people up front, which will I guess, 
help manage the expectations of  patients and carers about what care coordination is 
and 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.’ (Professional 4) 

 
There are many different perceptions of recovery, and experiences of both delivering and 
receiving good care coordination are variable. Recovery focussed care coordination is 
possible, though it is it is not easy, requiring a commitment from everyone to work together 
seeing both recovery and care coordination as a process rather than an output to be 
delivered.  
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Who we have told about the research: 

Author(s) Title of Presentation Event 
Brandon, T. and Armstrong, N Is UK care coordination 

recovery led? Exploring the 
perspectives of different 
stakeholder groups 

Presentation at ENMESH 
Conference Verona, Italy  
04/10/2013 

Atkin, H., Brandon, T. 
Armstrong, N., Kemp, C. and 
Thomson, L. 

The mental health care 
coordination project - how to 
engage service users and 
carers in research and how to 
use the findings to influnce 
service developments. 

Presentation at 
Northumberland Tyne and 
Wear NHS Foundation Trust 
Allied Health Profession 
Conference 
Durham 
15/10/2013 

Brandon, T. Acknowledging contribution 
through different methods other 
than financial payment. 
Conference entitled To Pay or 
Not To Pay? That is the 
Question. 

Invited presentation at Leeds 
University  
11/06/2013 

Atkin, H., Helm, D., Kemp, C. 
and Thomson, L. 

Working with service users and 
carers in collaborative data 
analysis. 

Presentation at NMAHP 
Research Unit Meeting – 
Public Involvement Glasgow 
Caledonian University 
06/06/2013 

Brandon, T. and Wood, O. Between a REC and a Hard 
Place: the ethical challenges of 
conducting emancipatory action 
research with mental health 
service users and carers. 

Presentation at Disability 
Studies Conference 
Lancaster University 
13/09/2012 

Brandon, T., Helme, D. and 
Sendall, P. 

Runaway training: the 
experience and impact of a 
mental health research course 
with service users and carers. 

NHS INVOLVE Conference: 
13/11/2012 

Atkin,H., Helme, D., Kemp, C. 
and Sendal, P. 

Breaking roles and making 
codes: Involving service users 
and carers in data analysis. 

NHS INVOLVE Conference: 
13/11/2012 

Matthews, L., Helm, D., 
Thomson, L., Atkin, H. and 
Brandon T. 

Research into 'if there is a 
Pathway to Recovery through 
Care Co-ordination'? 

Keynote National CPAA 
Conference Derby  
28/02/2014 

 
Key words: 
Care coordination is the process used to help and support people with mental health issues 
to enable them to live their daily lives as independently as possible. (Northumberland Tyne 
and Wear NHS Foundation Trust (2011) Care Coordination, including Care Programme 
Approach (CPA):  A guide for people with mental health problems and their carers) 
 
Recovery is being able to live a meaningful and satisfying life, as defined by each person, in 
the presence or absence of symptoms.  It is about having control over and input into one’s 
own life.  Each individual’s recovery, like his or her experience of mental health problems or 
illness, is a unique and deeply personal process.  It is important to be clear that there is no 
right or wrong way to recover. (Scottish Recovery Network) 
 

(Helen Atkin and Toby Brandon 25th November 2014) 


