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  Welcome 
 
Welcome to the CHOICE (Choosing Health Care Options in Chronic Care Emergencies) stakeholder  
engagement report 2013.  
 
CHOICE is a five year programme of research funded by the National Institute for Health Research (NIHR) 
which is trying to understand what factors lead people with chronic long term physical illness to access out of 
hours care and emergency services.  
 
From the inception of the research idea, active and meaningful engagement with all of our stakeholders has 
been a fundamental part of our research activity, which has shaped the programme. We have been committed 
to take account of all voices and especially focused on ensuring that  people with the lived experience are  
represented, as well as our wider stakeholder community which has consisted of GPs, nursing staff, staff of 
the Primary Care Trust (now known as the Clinical Commissioning Group) the University partners and also 
Trust staff.   
 
This report is focused on our engagement activity with our lay representatives and has been written to acknowledge the investment of 
time and expertise of the CHOICE team and our Lay Representatives. The team are proud of their involvement work with our Lay  
Representatives, and we wanted to demonstrate the dedication and commitment they have shown over the many years to ensure the 
programme remains grounded in the lived experience and develops in ‘real time’ as Primary Care in the NHS goes through the most  
extensive changes in recent years.    
 
We hope that you will enjoy reading this report.  
 

 
 
Professor Elspeth Guthrie  
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 Programme Manager Cara Afzal, working in partnership with 
CHOICE lay representatives  
The CHOICE Research programme has involved the partnership of various stakeholders, this has  
included GP’s, nursing staff, allied healthcare professionals, academic staff etc. One group which are 
seen as a key stakeholder are lay representatives, these are individuals who are living with the disease 
group of interest. The aim of CHOICE has been to actively include the voices of people with the lived  
experience at each stage of the programme. We are fortunate that the CHOICE research grant is hosted 
by the Manchester Mental Health and  Social Care Trust which has supported lay involvement.  
 
Lay representatives are at the core of all research programme activity, I echo the Programme Directors 
view that it is important that those with the lived experience can actively feed into the research we do.  
Active involvement from our lay stakeholders has helped the  research team to consider the patient's  
perspective and ensure that their voice is fully integrated into the research.  
 
Professor Dame Sally Davies, Chief Medical Officer back in 2009 said;  
 
“ No matter how complicated the research, or how brilliant the researcher, patients and the public always offer unique, invaluable  
insights. Their advice when designing, implementing and evaluating research invariably makes studies more effective, more credible 
and often more cost efficient as well.” (Foreword in Staley, 2009).  
 
We very much agree and believe that involvement in research is much more than just participating in the study. Lay representatives 
have been involved in a number of research activities which have included; serving on the steering committee (the committee which  
provides independent oversight of the research),  presenting at stakeholders events, shaping research material, writing newsletter  
articles, contributing to training of nursing staff etc . Cheryl Hunter (Senior Research Assistant) summed up our team’s ethos in 3  
succinct points, which we would like to share. The team has a belief that; 

 
 robust effective health research requires stakeholder input at all levels to ensure its relevance, with the lived  
  experience being central to this 

 
 that active partnerships between stakeholders improves the quality of the research we do 

 
 and the contributions of all partners (the public, clinicians, researchers and participants) are valued and considered in 

the design, data generation, analysis, interpretation and dissemination of the research    

http://www.invo.org.uk/briefing-notes-references/%20�
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To share what you have learnt from experience 

It is these core principles which govern the day to day management of the programme. It is a privilege to work alongside a team  
committed to active involvement and with lay representatives who give over their valuable time so that we can work together in  
partnership to integrate the varying experiences within the research we do, ensuring it is focused on the lived experience. People with 
the lived experiences are experts in their own illness, providing a personal insight into their conditions, bringing unique additional  
knowledge, which only they have. This has been invaluable through the various phases of the programme.  
 
In this report you will read about how CHOICE lay representatives have helped us shape the research, anticipate problems and  
supported the team by challenging us in our assumptions. Also, team members have taken time to write about their experiences of 
working with lay representatives. We hope that their reflections will help others learn from the CHOICE programme experiences of lay 
engagement. We have certainly learned a great deal from our active partnership working with our stakeholders and hope that in the final 
year of the programme we will be able to share further experiences in the final programme report.  

Introducing the CHOICE Lay Representatives... 

Why be a lay stakeholder? 

To Improve Services....... 
“[to pass] onto the panel members what is important 
to the patient and what could be done to improve 
the service. This information comes from not only 
our experience but from other service users that we 
come into contact with.” 

 “I hope from all the  
comments we’ve made...that 
we can improve services for 
people with breathing  
problems.” “[so that] we are not just 

seen as people who  
cannot breath well but 
that we may well have 
psychological problems 
such as feelings of loss of 
independence and  
depression because we 
are unable to do the 
things we used to do.” 

To raise awareness of 
potential needs..... 

“I believe [this work] helps them to 
enjoy life better” 

To enhance quality of life possible 
for people with chronic illness.... 

         Peter     Fred     Don      John      Malcolm         Ruth         Irene    Glyn 
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 Background Information About The Study 
Lay representation has been a running theme throughout the lifetime of the CHOICE study grant.  It has played a crucial role right from 
the initial inception phase, and has continued to do so as we approach the end of the data collection phase for all projects.  
 
 
The diagram below provides a pictorial representation of the various phases of the programme. We are currently at phase 3, and the 
journey has been a very fruitful and interesting one, with lay representation helping us along every phase. 
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 CHOICE’s Patient Experience & Diversity Advisor, Ms Jackie 
Macklin 
Jackie has been involved in CHOICE since the initial funding bid was being drafted in November 2008 and  
applied for the position as she too has a long-term condition, and vast experience as a lay representative for 
the Liaison Faculty Executive Committee of the Royal College of Psychiatrists.   
 
Professor Else Guthrie wanted to ensure that CHOICE worked in Partnership with lay representatives, and 
that their views were considered throughout all aspects of the study. Therefore, Jackie’s first task, as patient 
experience and diversity advisor was to recruit lay representatives to represent the four conditions  
investigated within the CHOICE programme - Diabetes, Coronary Heart Disease (CHD), Chronic Obstructive 
Pulmonary Disease (COPD) and Asthma.   
 
Jackie did a splendid job of recruiting lay representatives to assist us within the project. She searched support 
groups for CHOICE’s conditions within the Manchester area, and we now have nine wonderful and incredibly 
valued lay representatives acting as part of the CHOICE team, and representing all four CHOICE conditions of 
interest. Jackie’s role has been central in supporting our lay representative’s involvement with the study, for 
both representatives whom she recruited, and also ones who offered their services to the CHOICE programme independently. 
 
Jackie has assisted Programme Manager Cara Afzal in the production and development of CHOICE policies and statements in relation 
to lay representative’s engagement with the study, and has also played an integral role in the planning and facilitation of our bi-annual 
Stakeholder Event days.   
 
It has also been Jackie’s role to write easy-read versions of the programmes objectives, short reports and publications for the website to 
ensure we are making programme information accessible to all.   Jackie’s lead in constructing these papers has now been fully  
embedded within the CHOICE team, and the understanding of the importance of easy-read documents has led to team members now 
writing their own versions for the study website! Jackie does however continue to write the easy-read publications and ensures the 
transparency of the study process is apparent throughout the website, making regular suggestions to the team. 
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 CHOICE Researchers experience of working with lay represen-
tatives 
Dr Cheryl Hunter, 
Senior Research Assistant 
 
One of the  
reasons I  
applied for the 
job with 
CHOICE was 
because it had 
really developed 
and involved  
stakeholder  
engagement.  I 
was attracted into research in the first place 
by the idea that services should be formed 
and transformed around what works for, 
and is important to, the people who use 
that service.  Only those who have  
experience of a particular illness or  
problem can give you that embodied and 
real knowledge about it - can explain what 
it is like, on a day-to-day basis, to shape 
your life around or through an illness.  
 
An example of this comes from one of the 
very first interviews I did for CHOICE – an 
elderly lady with COPD explained to me 
how she could no longer garden or vacuum 
easily due to the strain on her breathing.  It 
physically took an entire day for her to  
vacuum a couple of square feet, but she 
kept her house immaculate.  Yet once a 

week she went across the street (it took her 
10 minutes to cross it) to visit her friend 
who was in a wheelchair, to make sure her 
friend didn’t feel isolated and to take her to 
appointments with the doctor.   
 
For someone like this, who still strived to 
maintain her independence and to care for 
others, having to use emergency services 
when she had an exacerbation was not a 
decision taken lightly, and it was a decision 
which impacted on her sense of self.   
Listing the number of times she used the 
emergency department, or went to her 
GPs, would tell us little about what those 
actions mean – that rich and sometimes 
heart-breaking detail can only come from 
someone who has that experience.   
 
And with every person I speak to, I get a 
richer sense of the ways in which people 
cope, and the ways in which they transform 
themselves and their illnesses into liveable 
lives, which I feel helps me to do my job 
better, and changes who I am and how I 
see the world as well. 
 
Claire Blakeley, 
Senior Research Assistant 
 
This is the first project on which I have 
worked where I have been able to meet lay 

representatives and visit the support 
groups available to them, which they use  
regularly within 
their everyday 
lives. 
 
I feel, after  
visiting Heartline 
and Diabetes UK, 
as well as  
meeting some of  
CHOICE’s lay 
representatives at  
stakeholder 
events, that their knowledge and willing-
ness to talk openly about their long-term 
conditions has improved my understanding 
of the four conditions which CHOICE is  
investigating greatly.  There is no better 
way, I feel, to grasp the integral aspects of 
conditions than to speak to someone who 
lives with the condition and is able to  
explain how they are affected by it. 
 
I also feel that meeting lay representatives 
and hearing their opinions has improved 
my pride at being involved in a study like 
CHOICE and recognising why the studies 
we are conducting are so important, and 
will hopefully make such a huge difference 
to people’s lives. 
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I feel that stakeholder involvement is  
integral in ensuring that the research being 
carried out is needed, wanted, and fit for 
purpose, within the settings in which it will 
be implemented and by the people whom it 
is designed to help. 
 
 
Rebecca Anderson, 
Research Assistant 
 
One of my first experiences of working with 
CHOICE was to be involved with one of the  
Stakeholder events. I was automatically  
impressed with the genuine interest from 
the team on the 
views of the lay 
members and the 
ways in which 
they could  
influence the  
research  
programme. I  
believe that by 
having a greater  
understanding of 
the issues faced by people with LTC’s  
enables us to have a better comprehension 
of their services needs. Engagement from  
stakeholders can be useful in flagging up 
practical issues that may be otherwise 
overlooked. This invaluable information can 
be used to shape the research. Having this 
level of insight has enabled me to have a 
deeper comprehension of the ways in 

which those living with LTC’s overcome  
issues and problems within healthcare.  
 
Having spent a large amount of time  
working in healthcare I have gained  
practical experience of working with the 
public and hearing about their personal  
experiences. I also partake in facilitating a 
self help depression group where people 
talk openly about their experiences of the 
healthcare system. The culmination of 
these experiences has made me  
passionate about the ways in which  
projects can engage members of the public 
with research. Since my early experience 
of lay engagement with the CHOICE team I 
have been involved in various ways  
including stakeholder events and visiting 
diabetes UK. By interacting with the public 
in this way I feel I have been able to  
improve the performances of my job role, 
as I have a greater understanding of the 
way in which the research work that 
CHOICE is conducting may impact upon 
people’s lives. 
 
I am proud to be part of a research team 
that acknowledges the importance of  
engaging lay members and finds diverse 
ways of actively involving them. I am  
excited to continue to see this develop and 
influence the research programme.  
Particularly I am looking forward to the 
CHOICE conference in September which  

aims to further develop and incorporate the 
engagement of our lay members. 
 
 
Amy Blakemore 
Senior Research Assistant 
 
One of my interests for research is in  
identifying what it is about living with a long 
term condition that affects peoples’ quality 
of life. This is something that isn’t always 
easy to measure as what affects my quality 
of life might not affect yours and vice versa. 
Whether we feel that 
we have a good  
quality of life or a 
bad one is an  
individual judgement 
which we all make 
based on our  
experiences and  
expectations of life.  
 
Therefore, as a  
researcher when  
trying to measure quality of life I think it is 
vitally important to speak to the people who 
are living with the long term condition in  
order  to see what is important to them. 
Working on the CHOICE Programme has 
been packed with opportunities to do this 
and getting out and about to speak to  
people has been one of my favourite parts 
of the programme.  
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During the work leading up to the CHOICE 
intervention study, which is now in full 
swing, the team developed a leaflet to  
explain to COPD patients what our  
intervention entailed, who would receive it  
and who would deliver it. As part of this 
process I went out and showed the leaflet 
to local Breatheasy Support Groups to 
check that the leaflet and indeed the  
intervention made sense to people. As a 
team we then discussed the feedback and 
were able to fine tune the leaflet to ensure 
it was fit for purpose. 
 
I was overwhelmed by the positive  
response to the leaflet but also about the 
concept of the intervention and it really 
gave me the confidence that we are  
delivering something that will make a  
difference to the lives of COPD patients.  
 
 
Dr Susanne Langer 
Senior Research Fellow 
 
An enduring interest of mine is the  
assumptions people hold about  
themselves, others, and the wider world.  
Usually, these assumptions feel like  
certainties – ‘facts of life – but sometimes 
situations arise that challenge our beliefs in 
‘how things are’. 
 
Living with a long-term condition frequently 
has this effect, for example when faced 

with unwelcome 
and often  
frightening  
illness-related 
events. For  
patients with  
long-term  
conditions,  
questions about 
what they can or 
cannot do, whom 
to ask for help, and whom to turn to during 
an exacerbation can all be very upsetting. 
Having one’s assumptions challenged in 
this way can be a moment of profound  
crisis, but it can also provide opportunities 
for deep insight and potential  
transformation. Reflecting on these  
assumptions is the main way that  
qualitative research helps to create  
knowledge and make change possible.  
 
An example of how this works in practice 
was CHOICE’s qualitative study 2B, which 
highlighted the role of healthcare  
professionals in shaping patients’  
experience of choosing and using different 
healthcare services, including unscheduled 
care. Our findings contrasted with current 
practice, which places the main  
responsibility for a change in use of  
healthcare services on patients.  Reflection 
is always a social process involving  
interaction, dialogue, and engagement. The 
CHOICE stakeholder events are a space  

for reflection. The many fruitful discussions 
about our research practice, our findings, 
and their effect on CHOICE and beyond 
suggest that this view is shared by the 
CHOICE team and the lay representatives. 
The CHOICE lay representatives have  
generously given their expertise and have 
had considerable input in shaping the  
research.  
 
For instance, for the qualitative longitudinal 
study 2C, the lay representatives’ input 
substantially improved the log we asked 
patients to keep.  Reflection is a  
precondition for becoming better at what 
we value, whether this be doing research 
or acting as lay representative. Together 
we can make a positive difference to the 
daily lives of people with long-term  
conditions. 
 
 
Jennifer Watson 
Senior Research Assistant 
 
In January 2010, a few weeks before I 
started to work on the CHOICE team as a 
Senior Research Assistant, I was fortunate 
enough to attend the first CHOICE  
stakeholder event.  I was new to the world 
of research and in my naivety I assumed 
that all research projects had active  
stakeholder involvement.  What I know now 
is that CHOICE is a special project in many 
ways, not least in the way it benefits greatly 
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from the  
involvement of lay 
people who are  
living daily with 
long-term  
conditions.  
 
During my time 
with CHOICE I 
made several  
visits to the  
Heartline group in Middleton and the  
Diabetes UK group at Trafford.  I was able 
to see the great work they do and spend 
time with people who inspired me with their 
positive approach to life despite being  
diagnosed with a long-term condition.  
Through meeting stakeholders personally 
and hearing their lively contributions to  
discussions during stakeholders’ events, I 
developed a deeper interest in finding out 
more about their lived experiences of  
having a long-term condition and how they 
feel about the treatments they receive. 
 
During the summer of 2012 I was fortunate 
enough to be awarded a place to study for 
a PhD at Manchester Metropolitan  
University where their School of Health 
Professions was carrying out research into 
the care of people with long-term  
conditions.  I am now about to start the 
second year of my study looking at Patient 
and Professional Perspectives on Living  

with COPD and have continued to forge 
strong links with  stakeholders; making  
visits to a pulmonary rehabilitation course 
and taking part in regular meetings of my 
local Breathe Easy group.  I am looking  
forward to sharing more of the experiences 
of people with COPD, as they are the  
experts and the only people who can tell 
me what it is really like to live with a  
long-term condition. 
 
I recently attended a seminar about the 
value of “Patient and Public Involvement in 
Research” and at intervals throughout the 
talk I found myself thinking, “That’s just 
what happens on CHOICE!”  So, a big 
thank you to all the stakeholders involved 
with CHOICE, not only for their valuable 
contribution to the CHOICE study, but also 
for being the inspiration that led me to  
pursue my own course of study.  I have 
every confidence that your contributions to 
research will help to bring about  
improvements to the care of those with 
long-term conditions in the future. 
 

Wendy Clarke 
CHOICE study secretary 
 
As CHOICE Research Team Secretary I 
am involved in the administration side of 
the study helping to do the daily tasks to 
help the study progress. My involvement 

with the lay reps 
has mainly       
involved, dealing 
with the  
paperwork, 
sending emails, 
arranging  
transport etc for 
the various 
meetings and 
events which 
they attend as part of their work on 
CHOICE. .  
 
I enjoy speaking to all the lay reps on these  
occasions as they are a really interesting 
and lively bunch. They certainly keep me 
on my toes! I’ve seen some of Ruth’s  
wonderful creations from her lace-making 
and knitting hobbies, met Malcolm’s dog 
whilst he was on a walk near my home,  
discussed a shared interest in family  
history with John and even swapped my 
sandwiches with Fred on one occasion!  
 
I hope that over time the reps have felt that 
they can easily approach me over anything 
to do with the study – however trivial they 
think it might be.  
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CHOICE’s Lay Stakeholders 
 
Fred Walton and Peter Swindles were 
two of our first lay members recruited to the 
CHOICE study team back in 2009.  Peter 
and Fred represent Middleton Heartline, 
and provide viewpoints and experience 
from the perspective of Chronic Heart  
Disease (CHD) patients.   
 
Right from the off Fred and Pete have 
made efforts to attend meetings and have 
shown a huge amount of commitment to 
the programme and we can’t express how 
grateful we are for this and for their  
continued challenges to us to ensure that 
we articulate the programme in plain  
English!  

 

Shortly after, Malcolm Nicholson from 
Manchester Breatheasy Group and Don 
McGeachin and John Howe from  
Trafford Diabetes support group joined 
the study as lay representatives, allowing 
us to gather opinions and perspectives 
from patients with experience of three out 
of four of CHOICE’s Long Term  
Condition’s. 
 
Don and John both presented a talk at our 
fourth Stakeholder Event, discussing what 
it meant to them to be a lay representative 
within the CHOICE study team.   
 
Don has also recently attended the  
Diabetes Conference with CHOICE Patient 
Experience and Diversity Advisor Jackie 
Macklin, providing an article on the  
conference which is available on the study 
website.  
 
Malcolm continues to attend lay  
stakeholder events and offer valued and 
thoughtful input. 
 
As the study progressed, we were also 
joined by Asthma UK representative Tricia, 
who unfortunately had to end her time as a 
CHOICE lay representative, after offering 
much appreciated input and ideas. 
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. 

 
 

 
 

 
Ruth Rudd and Glynn Tatton joined the 
CHOICE study as a COPD lay  
representatives, alongside Irene Blay who 
joined as a lay representative with  
experience of Asthma, and Rosalind 
Nesbit who joined out of general  
interest.  
 
All four lay representatives have  
consistently provided invaluable feedback 
to the CHOICE study team, and have really 
enabled the study to try and tackle areas of 
importance to patients. Not only do our lay 
representatives attend the Stakeholder 
events, but they have also made valuable 
contributions throughout the CHOICE 
study, attending Steering Committee  
meetings and Grant committee meetings. 
 
We are grateful to all your efforts to come 
along to CHOICE groups, share your  
experiences and offer suggestions for the 
study team! 
 

 
 

The entire CHOICE team wishes to 
thank our valued Lay Representatives 

for their continued support and for  
sharing their invaluable expertise and 

not least for being honest ‘critical 
friends’. 

 

 

 
 

 
 



Page  14 

 

Stakeholder Involvement in Creating CHOICE’s Intervention 
 
The CHOICE Programme has been able to utilise the skills of our Lay Representatives in many ways. This includes the development of 
questionnaires and how to ask the questions which have helped shape the research tools and approaches of the intervention. All of this 
has positively impacted the development of the study. 
 
The next step was to involve lay representation in the training of Liaison Health Workers (LHW’s). Lay Representative Ruth Rudd has 
played a key role in the development and delivery of training to LHW’s. Working with Professor’s Else Guthrie and Karina Lovell, Ruth 
supported the training by providing the ‘patient role’ and representing a variety of patient responses.  The training focused on a variety 
of talking therapies including Behavioural Activation and CBT. This created a real learning environment for the LHW’s who then used 
their own experiences and learning from this training to deliver treatment sessions for patients at the GP Practices supporting the  
Randomised Control Trial. 
 
Lay involvement has added value to the training by including real-time experience to the development and delivery of the training. 
 
Unfortunately due to the need for trial blinding we cannot show pictures of our Liaison Health Workers.  

Professor Else Guthrie     Liaison Health Worker                   Ruth Rudd            Liaison Health Worker Professor Karina Lovell 
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Stakeholder Events 
 
To date we have held a total of six CHOICE Stakeholder Events. Each event has been carefully planned to engage our  
stakeholders, by providing ongoing opportunity to hear about the progress being made and gathering ideas that have helped 
shape the research. After each event comprehensive reports have been compiled, providing a unique insight into the  
perspectives of our stakeholders and are well worth a read.  All of our Stakeholder events include a networking opportunity, 
enabling attendees and the team to gain as much as possible from the events. 
 
Below is a short summary of each event.  
 
 
Stakeholder Event 1, “Introducing the programme & getting to know one another”; 
The focus of the very first stakeholder event was to introduce stakeholders to the CHOICE programme, explaining in more detail what 
our intentions as a study were and why we felt the study was needed.   
 
We spoke about the importance of lay representation throughout the three phases 
of the CHOICE study, and Jackie explained how the team believed that their  
academic experience combined with our lay representative’s patient experiences 
would enable us to run a successful, collaborative study. The importance of lay 
representative’s thoughts on the study and how this would help shape the 
CHOICE programme was addressed. 
 
Workshops are held during all of our stakeholder events, as a way of allowing  
attendees to address problems, come up with new and innovative ideas, and  
generally present their opinions on CHOICE issues.  During the first stakeholder 
event we focussed on addressing how CHOICE could access lay representatives 
opinions and work collaboratively with them in the development of the study.  We 
also discussed ways in which good lay representation within the study could be 
measured, and talked about the importance of lay representative input into the 
study. This enabled the study team to address ways in which they could tap into lay representative experiences, and ensure their 
thoughts are taken into account during planning of study phases. 
 
The study team also delivered an update on the results of the initial literature searches conducted, and stakeholders joined in a  
discussion about these initial findings. 
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Stakeholder Event 2: updating CHOICE stakeholders on progress and introducing the steering committee structure   
 
The second stakeholder event began again by giving an overview of the rationale behind the CHOICE study programme, offering  
updates on the qualitative and quantitative work being undertaken by the study team. Updates were provided on both systematic  
reviews, and studies 2a and 2b. 
 
Questions were taken from the audience to ensure everyone was up to speed with the programme, before the next stages in the study 
were presented to the stakeholders.  This ensured that stakeholders were aware of the progress made so far, and where we were  
hoping to focus our attention next. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
CHOICE team visits to stakeholder support groups were discussed, and the introduction of the steering group committee was also 
talked about, giving lay representatives further opportunities to address how the CHOICE programme was conducted. The steering 
committee provides the independent oversight of the research programme and is key to ensuring good governance of the project, so it 
was important that our lay representatives had places on this committee and were actively involved in the decisions making and  
oversight of the programmes progress.   
 
The group task for this stakeholder event was aimed at addressing how lay representative’s opinions could be incorporated into the  
research as effectively as possible and we managed to gather some great ideas which we have continued to feed back into the  
programme.  
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Stakeholder Event 3: Shaping the intervention - sharing ideas on how unscheduled care could be reduced  
 
The third CHOICE stakeholder event, again took a similar format ensuring stakeholders were informed about progress with the study, 
and to ensure lay representatives views and thoughts helped to steer the direction of the study process. 
 
The event began with an overview of the study aims, and where, after nearly two years, we were up to in terms of results.  We could not 
believe at this stage how fast the programme was moving forward. Various members of the CHOICE team gave presentations on what 
findings had been discovered and plans were in the pipe-line with the CHOICE studies 2a, 2b and 2c, as well as updates on the  
systematic and literature reviews. The team also discussed future study 
phases that were beginning to be implemented within the programme. 
 
Team visits to stakeholder support groups, as previously suggested by lay 
representatives, were discussed, and the importance that they had in  
ensuring team members understood the four CHOICE conditions and their 
lived experience was addressed.  
 
During the events workshop, stakeholders were asked to discuss their views 
on the findings that they had heard so far, and suggest ways in which they 
felt that unscheduled care use could be reduced and/or the programme 
could be modified. This provided invaluable feedback and suggestions for 
the implementation of the intervention to be used within study 3b. 
 
Stakeholders also took part in a ‘garden exercise’ within small groups,  
discussing how all of the different components of CHOICE were beginning 
to come together.  This exercise was used by Jackie to draw an analogy  
between the growth of the grant and a garden and worked well to aid  
understanding of the complexities of the different strands. Again this  
provided an excellent opportunity for the CHOICE team to receive feedback on lay representative views on the study progression so far. 
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Stakeholder Event 4: Lay stakeholder’s speak about lay involvement and continue to shape the intervention   
 
The fourth stakeholder event enabled lay representatives to provide feedback on how they felt the CHOICE project had enabled them to 
become involved with the research in an integral way.  John and Don from Diabetes UK gave a presentation to the attendees about how 
they felt the partnership between CHOICE researchers and lay representative had been established and built upon throughout the 
study, and what it meant to them to be playing such an important role within the study process. A group discussion was also held during 
which all lay representatives were encouraged to discuss how they felt their participation within the study had been facilitated, and  
suggest any ways in which they felt this could have been improved on. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Discussion was also centred on the presentation and development of the intervention study 3b, as well as the 3a red flag validation 
study.  Stakeholders were encouraged to offer opinions and asked challenging questions to the research team about the studies. 
 
An update on studies 2b and 2c was provided by the qualitative team, and questions and comments from stakeholders were facilitated. 
Stakeholders also completed a group task in which they were asked to discuss their experiences of routine reviews and suggest ways in 
which they could be improved.  This enabled the study team to gather integral information for the qualitative aspect of the study 
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Stakeholder Event 5: developing initiatives to assist patients with their daily lives  
 
The fifth stakeholder event began by offering an overview of the progress to date within the study, as it approached its fourth year.  
Updates were given on the progress and findings of systematic reviews 1 & 2, qualitative studies 2b & 2c, the qualitative literature  
review, and study 2a. The intervention study 3b was discussed, with particular emphasis on the stakeholder’s views around the  
intervention, during a question and answer session. 
 
A group task was initiated by Professor Else Guthrie, which required 
the attendees to address the issue of a famous sporting celebrity  
losing an important match and becoming depressed as a result.  The 
group discussed how thoughts, feelings and behaviours could all  
interplay with each other and create a circle of depressive feelings.  
Behavioural activation was explained by Else, and the idea that these 
common sense actions could help to reduce depression was  
presented. 
 
The main workshop of the day was entitled “How to stay well”, where  
stakeholders were presented with different fictionalised patient  
histories. The stakeholder groups then took on the role of the Liaison 
Health Workers and came up with initiatives to assist the patients in 
their daily lives.  The stakeholders discussed the different barriers 
and challenges to providing help to these patient cases, and gained 
valuable experience of dealing with cases with our LHW will do. The 
CHOICE team also benefitted from gaining lay representatives  
opinions on the concept of behavioural activation, and how they feel 
it may work in patient populations. 
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Stakeholder Event 6: Progress with the intervention explained  
 
Our most recent stakeholder event aimed to produce a deeper understanding of the progress being made within 3b, the intervention 
study.  An overview of all of the CHOICE phases and independent studies were given, displaying how all of the findings from this  
research, alongside stakeholder involvement and suggestions, have led to the production and implementation of the intervention. 
 
Professor Else Guthrie provided examples of how the intervention had  
successfully been implemented within practices and was helping patients 
improve their quality of life, and also an example of how the intervention had 
failed to make significant changes to a patient’s quality of life.   
 
Three of CHOICEs researchers presented posters on studies being carried 
out within the study, leading to a discussion group about the findings so far.  
General consensus within the group discussion was that lack of motivation, 
lack of information about support groups, and inability to attend support 
groups are all issues which are important to patients with Long Term  
Conditions.  These issues are currently being addressed by the study’s  
Liaison Health Workers, CHOICE are pleased that the lay representatives 
believe the issues we are trying to tackle are important. 
 
 
Finally, an invitation to the CHOICE Study Conference was addressed to all 
stakeholder attendees.  Stakeholders were encouraged to come along to 
the event, hear what research is being carried out within long term conditions, and hopefully, by giving their opinions and feedback, help 
to structure future research around long term conditions and multi-morbidity. 
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CHOICE Steering Committee 
Lay representatives have been integral in the running of our Steering Group Committee, ensuring that we are providing the best  
possible ethical interaction with patients. 
 
CHOICE’s steering committee comprises of internal MMHSCT staff as well as external members, including lay representatives from all 
of the four CHOICE conditions. We are fortunate to have a wide range of people with different skills and knowledge basis assisting us 
as Steering Committee members. 
 
The Steering committee is in place to provide an independent oversight of the research programme, discussing study problems,  
providing advice and ideas for all aspects of the study, and commenting on the research findings.  
 
The steering committee is also an integral aspect of the study in terms of ensuring that resources and data storage is conducted in line 
with good governance procedures, and that all aspects of the study are run ethically and in line with Good Clinical Practice. 
 
The CHOICE Steering Committee meets twice every year, although the Chair does have the authority to call urgent meetings should the 
need arise. 
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The CHOICE team’s involvement with stakeholder support groups 

Middleton Heartline - 9th June 2010 
 
Cara and Jennifer were greeted by Peter 
Swindle and Fred Walton (CHOICE  
steering group members) when they visited 
Middleton Heartline in June 2010.  
 
Pete and Fred introduced several of the 
members who all spoke enthusiastically 

about how important the club is to their well
-being, with some members talking of how 
joining the group had lifted them out of the 
depression which had set in after heart  
surgery.  
 
Meeting twice a week on Wednesday and 
Friday mornings, the club makes full use of 

the many facilities available in the  
Middleton Sports Arena.   
 
After a tour of the centre’s facilities, Cara 
and Jennifer saw members exercising in 
the gym, enjoying a game of badminton 
and participating in an armchair exercise 
class. 
 
Central Manchester Breatheasy Group 
15th July 2010 
 
On the 15th July 2010 Cara, Susanne and 
Amy visited Central Manchester 
Breatheasy group at the beautiful Burnage 
Garden Village Hall. The group is part of 
the Breatheasy support group network 
which has been running since 1991. The 
aim of the network is to reduce the isolation 
often experienced by people living with a 
chronic lung conditions and provides an 
environment where people can make 
friends and access support and information 
about their condition. 
 
They were given a really warm welcome by 
the Breatheasy group chair Malcolm 
Nicholson and were treated to a look 
round the village hall and a chat about the 
history of this unique Garden Village  

community in the heart of Manchester. 
 

Amy gave the group a brief overview of the 
CHOICE project, its aims and the progress 
so far, whilst Cara reiterated how important 
it was for the CHOICE project to receive 
feedback from people who are living with 
the conditions we are studying, in order to 
ensure that the project remains relevant 
and valuable to users. Cara then opened 
the floor to questions from the group. 
 
Group members kindly shared some of 
their experiences in accessing both routine 
care and emergency care and helpfully  

The CHOICE team have ensured that the study keeps up to date with the support groups our lay representatives are affiliated 
too, attending each regularly, to see how things are going and expanding our understanding of the lived experience and  

issues. Below are some snippets from those visits to give you a flavour of how they have gone, starting with our first visit in 
2010.  
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gave their opinions on why they think  
people might choose to access  
unscheduled care rather than go through 
their GP. There was some time at the end 
for Cara, Amy and Susanne to chat to 
group members individually and in more 
depth about their experiences. 

 
Following the visit in July 2010 we have 
been lucky enough to be invited back to 
Breatheasy onseveral occasions. Malcolm 
and the rest of the group always make us 
very welcome and we find it really useful to 
chat to the group members about their  
experiences of living with COPD.  
 
 
Happy Birthday Heartline 8th October 
2010 
 
On Friday 8th October 2010, Heartline  
celebrated its 20th birthday at the Middleton 

Sports Arena.   
 
Heartline is a club dedicated to supporting 
and encouraging people with heart and 
heart-related problems to live healthier and 
happier lives.  The club was set up in 1990 
with only 6 members who wanted to  
continue the beneficial exercises learnt  
during rehabilitation, and decided to  
support each other in order to do so.  The 
club now has over 200 members, and is 
currently based at the Middleton Arena. 
The CHOICE team were invited to the  
celebrations, but we were not the most 
illustrious guests to attend!  The Mayor of 
Rochdale, Councillor Zulfiqar Ali, joined 
Heartline for this celebration, taking a tour 
of the premises with Peter Downing, the 
chairman, and Val Screeton, the ladies 
representative.  The local press were also 
present to report on this important  
occasion.  
 
When we arrived, we were greeted by  
Peter Swindle and Fred Walton (CHOICE 
steering group members), as well as the 
chairman of the Middleton Heartline Club, 
Peter Downing.  The entire history of the 
club was presented in the photographs, 
marking their progression from a small 
group focused on exercise to what is now a 
buzzing and busy club which enables 
member to socialise, exercise and  
fund-raise together.     
 

All in all we had a great day!  Thank you 
Middleton Heartline Club for inviting us! 
 
 
Diabetes UK (Trafford) – 1st September 
2010 
 
The Diabetes UK group meets monthly in 
the Diabetes Centre based in Trafford  
General Hospital, which has been open for 
almost two years now. During the daytime 
the centre provides a hub where patients 
and their carers can come to receive  
specialist care when they need it, and 

where the staff and healthcare  
professionals in diabetes can deliver 
integrated care.  
 
Amy and Jennifer were warmly welcomed 
by Don McGeachin and John Howe,  
leaders of the group who are also members 
of the CHOICE steering committee and act  
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as lay representatives during our  
stakeholder meetings. 
 

Don and John introduced the group's  
members who were meeting up after a 
break of two months over the summer  
holiday and they all had plenty of news to 
catch up on, including updates about  
previous successful fundraising events. 
Amy and Jennifer gave a short  
presentation explaining what is involved in 
the CHOICE research programme, and 
spent some time listening to the group 
sharing their experiences of day to day life 
with diabetes.  Members were keen to read 
through the CHOICE questionnaire and 
told us several interesting anecdotes about 
their experiences in accessing emergency 
care. 
 
From listening to the group and talking to 

Don and John, who both have a wide 
knowledge of the condition and its control, 
it became apparent to us that everybody 
was searching for ways to improve the  
control of their diabetes. The better their 
control the better life they can lead with 
less risk of complications.  
 
Don also felt it was important to mention 
that people with diabetes may also have 
other long term conditions such as asthma 
which can upset the control of their  
diabetes. Concerns such as these will be of 
great importance to the CHOICE team in 
the later stages of the research when they 
will be developing an intervention to reduce 
patients' need for unscheduled care. 
 
 
Breatheasy Open Day 21st June 2012 
 
On 21st June 2012 Amy attended the 
Breatheasy group open day and was 
thrilled to see so many familiar faces 
there and also to meet some of the new 
members who were thinking of joining the 
group. 
 
Amy spent some time updating the group 
about what we have been up to on the 
CHOICE project and what we have 
planned for the coming weeks and months. 
The group were very enthusiastic about the 
project and were kind enough to share  
some of their own thoughts on how the 

work we do relates to their personal  
experience of living with COPD. 
 
 
There was also support from the British 
Lung Foundation (BLF) at the open day. 
The BLF run the network of Breatheasy 
support groups across the UK; to find out 
more about them or to find Breatheasy 
groups in your area you can visit the  
website www.lunguk.org 
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Heartline Visit 1st March 2013 
 
Cheryl and Claire visited stakeholder  
charity Heartline recently, meeting  
members of the charity and also receiving 
a guided tour of the facilities available to 
members. 
 
The group is based at the Middleton Arena, 
and has private access to a communal cafe 
area, a gym, badminton courts and a chair 
exercise area.  Whilst not all of the 200+ 
members were available when we visited, 
we were made very welcome by those who 
were attending the group that day. 
 
The members we spoke to were incredibly 
positive about how Heartline had improved 
their physical fitness and social interaction, 
with members up to 97 years of age joining 
in the activities. 
 
During our visit we were informed that 
Heartline has just secured another three 
years  funding to remain within the  
Middleton Arena.  This ensure they can 
continue to offer support and  
encouragement to individuals who have 
suffered from heart problems.  We wish 
them every success with the group! 
 
 
Diabetes UK Visit 1st May 2013 
 
Cheryl, Claire & Becky visited the Diabetes 

UK group at the Diabetes Centre at  
Trafford General Hospital on 1st May 2013. 
 
The team were welcomed by John and 
Don, chair members of the group, and also 
Steering Committee and Stakeholder  
members for CHOICE research.  The team 
were pleasantly surprised by the amount of 
members available to talk to, with three 
new members attending the group on the 
night! 

The team began by giving a brief  
introduction to the CHOICE research  
programme before focussing on the  
Intervention study 3b and the progress that 
we are making. The team also distributed 
stakeholder information booklets and  
newsletters to members who were  
interested in reading more about the 
CHOICE programme. 
 
A lengthy and interesting discussion about 

member’s experiences of unscheduled 
care, and their reasons for using it was  
undertaken, with the majority of members 
feeling that CHOICEs work was well  
worthwhile, and expressed an interest in 
the results when they become available. 
 
The team discussed the CHOICE  
conference, suggesting that any members 
who felt they may like to come and discuss 
future research and needs within long-term 
condition care were welcome to do so, or to 
pass on any comments they wanted raising 
to John and Don, who would be attending 
the conference.  The members felt this may 
be a good opportunity to raise issues of  
importance to them, such as  
miss-communication between services, 
and lack of expertise of Diabetes within 
their GP surgeries. 
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CHOICE Stakeholder Biographies 
Don McGeachin 
 
Don McGeachin joined 
the Trafford  
Diabetes Support 
Group in 1983 and  
became Secretary in 
1998, a honorary  
position he still holds 
today. During this time 
he has represented 
Diabetes UK as a  
Patient Representative 
on many occasions. 
 
Don is currently on the Trafford Diabetes  
Clinical Panel as a Service User,  
Committee Member of Trafford Local  
Involvement Network (LINk) and working 
with the North West Diabetes Research 
Network (NWDRN) to find ways of involving 
people in research. 
 
Don joined the CHOICE Team in 2010. 
Hobbies include Model Railways and he is 
the Chief Steward at the Manchester Model 
Railway Society Exhibition. He has a  
collection of over 1,000 vinyl LP's. 
 
John Howe 
 
John was born in Urmston Manchester and 
is married with two children and three 

grandchildren. 
 
John was diagnosed with 'Type 1' Diabetes 
in January 1955. 
 
Trained in Medical photography  
Wythenshawe Hospital 1958-66, John 
worked as a Scientific & Technical  
photographer at the University of  
Manchester institute of science and  
technology (UMIST)1966-97, up until  
retiring. 
 
John is Chair of the 
Trafford diabetes  
support group, a panel 
member of 'Integrated 
Care System Diabetes 
Clinical Panel'  
Trafford NHS Trust, a 
panel member for 
'Diabetes research 
netork' (DRN/NW) Salford University  
Hospital Trust, a panel member for Choice 
(Choosing Health Options in Chronic Care 
Emergencies) Manchester Royal Infirmary 
and a panel member 'Collaboration for 
Leadership in Applied Health Research and 
Care (CLAHRC) Greater Manchester NHS 
Trust and the University of Manchester. 
 
Johns other interests include: family  
history, giving talks on local history,  

gardening/allotments, building and flying 
model sailplanes and electric flight. 
 
Ruth Rudd 
 
Ruth is sixty-one 
years old and has 
been waiting for a 
lung transplant since 
2008, unfortunately 
this is no longer  
going to happen as 
Ruth now have  
vascular problems. 
Ruth has COPD and 
Interstitial lung  
disease and has  been ill since 2005.  
 
Ruth worked for twenty-five years as a 
Manager in a residential care home and 
loved every minute of it and still misses  
going to work. Ruth has one son, who lives 
down south and many friends which live up 
north.  
 
Ruth enjoys lace making, doing jigsaws 
and trying to keep as fit as she can by  
attending pulmonary rehab twice a week. 
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Irene Blay 
 
Irene is sixty-four years old, married for 
forty-five years with two sons and two 
grandsons.   
 
Although retired, Irene 
is the vice-chairman of 
governors at a local 
high school and serves 
as a magistrate on the 
Manchester and  
Salford Bench.   
 
Irene has asthma and 
bronchiectasis and is 
very pleased to be able to offer any help to 
the CHOICE Team from a patients  
perspective. 
 
Malcolm Nicholson 
 
Malcolm Nicholson is chair of the Central 
Manchester Breatheasy group supporting 
local people with 
COPD and other 
chronic lung  
conditions.  
 
Malcolm has  
supported the 
CHOICE study as a 
founder lay member 
by attending  

Stakeholder Events and as a CHOICE 
Steering Committee member. 
 
 
Peter Swindles 
 
Peter Swindles joined the CHOICE study 
as a representative member of Middleton 
Heartline and has also 
done work with the 
Health Trainers.  As a 
founder lay member of 
the Study Peter has  
attended CHOICE 
Stakeholder Events and 
is a CHOICE Steering 
Committee member. 
 
Fred Walton 
 
Fred Walton was one of the first lay  
representatives to join 
the CHOICE Study. 
Representing  
Middleton Heartline, 
which has over 200 
members, Fred  is a 
regular face at 
CHOICE stakeholder 
events and is a 
CHOICE Steering  
Committee member. 
 
 
 

 
 

 

Involving 
those with 

the lived 
experience! 
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List of Current CHOICE Study Publications 
 
Publications are an important part of the research process and we are working to get the work published in journals and also to share 
lay summaries of our findings. This helps keep the work we do in the public domain adding to the knowledge about the research area 
and also giving those external to the programme a timely insight into the research findings. All of our publications are available in easy 
read versions at the CHOICE website, www.choice.mhsc.nhs.uk. 

 

Publication Title Lead Author Reference 

Why do patients with long term conditions use unscheduled care - a 
qualitative review  

Dr Susanne Langer  Journal of Health & Social Care in the Community 
 
Please visit the website for a link to the easy read, and full 
text versions of this paper.  

Depression predicts the use of urgent and unscheduled care by 
people with long term conditions: a systematic review with  

meta-analysis  

Professor Chris Dickens  Journal of Psychosomatic Research 
 
Please visit the website for a link to the easy read, and full 
text versions of this paper.  

  Dr Jessica Drinkwater British Journal of General Practice 
 
Please visit the website for a link to the easy read, and full 
text versions of this paper. 

 Dr Cheryl Hunter Journal of Patient Education & Counselling 
 
Please visit the website for a link to the easy read, and full 
text versions of this paper. 

 Professor Carolyn Chew-
Graham 

British Medical Council Family Practice Journal 
 
Please visit the website for a link to the easy read and full 
versions of this paper 

 Professor Chris Dickens Journal of Respiratory Medicine. 
 
Please visit the website for a link to the easy read and full 
versions of this paper 

Operationalising unscheduled care policy: a qualitative study of 
health care professionals' perspectives 

A qualitative study of patient choices in using emergency health 
care for long-term conditions: the importance of candidacy and  

recursivity 

How QOF is shaping primary care review consultations: a longitudinal 
qualitative study  

Characteristics of complex interventions that reduce use of urgent 
and unscheduled care amongst people with COPD: A systematic  

review and meta analsysis  

http://choice.mhsc.nhs.uk/the-project-team/dr-susanne-langer.aspx�
http://choice.mhsc.nhs.uk/the-project-team/chris-dickens.aspx�
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 Summary 
 
We hope you have enjoyed reading the CHOICE Engagement Report 2013.   
 
The aim of this report is to provide you with an overview of how the study is progressing with the help of our lay representatives and 
stakeholders.  Their work within the team is vital and the project could not have run so smoothly without them. 
 
The Programme is scheduled to complete in April 2014 and we will aim to bring together all of our engagement activity in one final  
report. 
 
If you have any questions or queries, please send them to the CHOICE email address, choice@mhsc.nhs.uk or call Cara Afzal,  
Programme Manager on 0161 276 5389, and we will respond as soon as we can. 
 
Thank you. 
 
 
 
This report was compiled by: 
 
 
Claire Blakeley, Senior Research Assistant on the CHOICE study 
 
Jackie Macklin, Patient Experience & Diversity Advisor on the CHOICE study 
 
Cara Afzal, CHOICE Programme Manager. 
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