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Carers, Health All Together (CHAT): A unique project where carers and health professionals work together as equal 
partners with an equal passion to support family carers of people with a learning disability and those they care for. 

CHAT is an innovative project which has forged a dynamic new approach to communication between carers and 
health professionals in West Sussex. Through a co-produced series of events and resources, CHAT has brought 
together these two groups around the same table, where they can mutually and openly share experiences and needs, 
and learn from each other. Family and friend carers work alongside speech and language therapists, occupational 
therapists, learning disability nurses, clinical psychologists, and physiotherapists to improve understanding of each 
other's perspectives through the planning, development and delivery of 
events for carers of people with a learning disability in West Sussex. 

The project has identified how to help carers of people with a learning 
disability become more confident, resilient, and supported which can then 
improve the potential health outcomes and quality of lives for the cared for 
people. It is not a 'fix' or 'one universal fit' approach but helps bridge 
understanding and contextual gaps, and highlights the need for a joint 
approach between carers and health professionals.   

When looking to form and fund this project, in 2017-2018 the majority of adults with learning disabilities (36.7%) lived 
with their families (Public Health England, 2020). For those living at home, many of their care needs are met by family 
members. Family carers support those they care for both when receiving and not receiving services. Family carers 
provide daily care, hold vast reservoirs of knowledge about the person and their context, and co-ordinate services to 
meet existing needs. Despite the best efforts of family and paid carers, adults with a learning disability receive poorer 
healthcare, despite the increased prevalence of health conditions (Cooper et al. 2018). Carers themselves also have 
poorer health outcomes; carers providing round the clock care are more than twice as likely to be in bad health as 
non-carers, and 8 out of 10 carers (81%) have felt lonely or socially isolated as a result of their caring role. This rises to 
nearly 86% of carers providing 50 hours or more a week (Carers UK, Facts About Carers, 2019)  

Commissioning arrangements and service specifications in the UK rarely enable a training strategy that is based on the 
needs of family carers.  

Family carers of adults with a learning disability have no events or workshops for information and support around 
health of the person they care for in West Sussex. They find it difficult to know what support is available to them. 
Currently the only support is through formal assessment. They also  
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become more isolated as time passes and connections with other families, as their adult children grow older, drop 
away.  Family carers of adults with a learning disability have no naturally occurring opportunity to meet in their 
communities. 

The CHAT project is reaching carers marginalised and at risk of third-party discrimination as a result of a lifelong caring 
role, bringing with it increased isolation. People with a learning disability have high levels of health inequality.  
 
"Over half (51.4%) of 6,160 surveyed family carers 
of an adult with learning disabilities (almost all of 
whom lived with the family carer) spend 100+ 
hours a week caring for that person, almost three 
quarters (74.3%) had been in a caring role for over 
20 years and almost a third (30.2%) are not in paid 
employment due to their caring responsibilities” 
((People with learning disabilities in England 2015: 
Main report, PHE, 2015) 

In response to this evidence, carer support 
organisations advise that, as a minimum, family 
carers need information, practical support, and 
emotional/ psychological support to do the work 
they do.  

Carer support organisations also advise that the absence of these factors can leave family carers vulnerable to feeling 
emotionally and physically drained, and can increase the risk of the family becoming socially isolated, which in turn 
can act as a barrier to receiving either the formal support offered by services or the informal support offered by the 
extended family, friends and neighbours. This mirrors national evidence suggesting poorer health outcomes (Carers 
UK, 2004) and associated stigma (Ali, Hassiotis, Strydom, & King, 2012). 

Our CHAT project started by bringing together family carers and health professionals to create a planning group, most 
people had never met each other before. In series of completely open discussions, we explored our experiences and 
came up with some shared principles and aims. This was as a direct result of the start of the process and what we had 
already learnt from each other.  At this point the group were focused on workshops for family carers. We had no idea 
where the power of co-production was yet to take us. 

• Principles  

• Clinicians and carers as equals - everyone on the same level 

• Agreement to 'take off our hats' and be prepared to listen and understand each other  

•  Well-being as a focus. Provide options and value to opportunities for informal shared experiences 
 

• Support for families and carers resilience   
➢ A 'whole family' approach including siblings, considering what supports people to continue and to 

'bounce back'.  
 

• Real Partnerships in Care 
➢ Carers as expert partners in care - recognition that carers have so much knowledge to share and are 

essential to clinician’s work.  
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Family Carers of an Adult with 
Learning Disabilities Survey
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• Staying Well and Wellbeing 
➢ What supports staying well in the community?  
➢ Embedding Wellbeing into workshops 

 

• Crisis and Prevention 
➢ Recognition that crisis can build slowly 
➢ Providing opportunities to access information and support 
➢ Recognising certain barriers to support 
➢ Family carers place high value on timely and relevant support from professionals 
➢ Professionals place high value on the skills and knowledge of families 

• Training opportunities 
➢ To identify the learning needs of family carers who support adults with learning disabilities, and to 

develop new ideas for meeting those needs. 
 

• Hold a series of CHAT Workshops for family carers in West Sussex 
➢ Health clinicians co facilitate in expertise area following feedback for exploration and interest 
➢ Carers co facilitate in area of lived experience and professional expertise 
➢ Wellbeing activities 
➢ "opt out" space for informal meetings 
➢ Support for carers and clinicians at each workshop to reflect and take forward a wellbeing/new learning 

point and use 

Potential for separate discussions/workshops around crisis, prevention and wellbeing 

 

 

 

➢ Carers having a say/ chance to update 
 

• Co-production and co-delivery 
➢ The CHAT planning group as the model 
➢ Clinicians 
➢ Carers 
➢ Sussex Partnership Foundation Trust Clinical Director 
➢ Carer organisations 

 

• Sharing Learning 
➢ Peer to peer attitude - carers and clinicians as peers  
➢ Providing opportunities for informal and approachable sharing of experience 
➢ To create an environment in which knowledge exchange can freely and easily take place between 

family carers and health professional 
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Our next step was to take our principles and our ideas and consult with family carers. We had moved away from an 
expert “training” model to a shared “learning” informal approach, whilst allowing the important expertise of health 
professionals, carers from the project, that of carers attending and shared learning to be embedded. In addition to a 
consultation survey hosted by Carers Support, we co designed a consultation day, where carers and health professionals 
would co facilitate discussion groups around four key areas:  

  

Lunch and refreshments were provided for some important informal time for 
carer and health professionals. This had been seen as an opportunity for 
carers to feel comfortable with asking questions in a more natural way, and a 
subtle form of ‘declinicalised’ access. 

15 family carers came to the Consultation day and we had 21 responses to 
the Survey.  

The carers and health professionals worked together on collating the 
feedback from the day. We met together and reviewed the information from 
the consultation day and the survey 

Bounce Back Learning

Wellbeing

What supports 
you in your 
caring role? 

We asked carers to indicate their level of interest in 

each suggested learning topic, (which had originally 

been included in the project brief as specialist topics 

which health professionals might deliver) and wellbeing 

activities. 
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•We asked carers what would help them to 'Bounce back'. They told us: 

•Good clear information

•having access to information/ services

•self-recognising  times of stress

•being listened to, sharing and having shared experience

Bounce Back

•We asked about their learning and learnt that: 

•People had different needs at different times, where they and the person they carer for are at 
different times of their lives

•The importance of planning for the future,

•The need for any learning to be peer or co-delivered - the value of hearing from other carers.

•shared experience really helped

Learning

•We asked about what would support carers wellbeing. They told us: 

•Importance of meeting new people, other carers

•Meeting learning disability health professionals. 

•Creative sessions; relaxation, hand/shoulder massage came out top

•The importance of lunch and cake!

Wellbeing

•We asked people what would support them in their role as carers:

•Planning for the future / The future (see also above)

•Knowing about the person you care for and being listened to about this by others

•Knowing who to call/ knowing what’s out there.

•Sessions to talk to health professionals

•sharing experiences really helped

What supports 
you in your 
caring role? 
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The planning team of carers and health professionals reviewed the learning from the 
consultation day and survey, and as a model of co-facilitation,  

We agreed the following structure: 

• One half day CHAT event across 3 areas of West Sussex. 

• A welcoming environment with space to move and have informal discussions. 

• Carer and health professional co facilitated discussions around topics that 
would allow carers to broadly fit in with their current needs, Communication, 
Physical health Mental Health and Sensory Needs. This was to incorporate 
reflection and learning as we had heard how often carers may come away 
from events feeling overwhelmed and under more pressure, rather than empowered and enabled. 

• A scheduled time to share our learning from our four areas of discussion with everyone else at the event.  

• Time for Lunch (provided) and refreshments as informal time to mingle, and also to ask more privately ask 
questions of other carers and health professionals available. It was also to help give time for processing and to 
seek clarity, and to look at information and handouts that were available. 

• Wellbeing activity guided by a carer and health professional, with shared peer discussion about what we do 
to support wellbeing.  

• During this time there would also be more informal time for carers to meet with each other and health 
professionals. 

• Coming together at the end for thank you’s and goodbyes. 

Invitations were sent via Eventbrite and these too were co designed. They included gathering from carers areas of 
specific interest or questions so that we could:  

• Respond and make sure the event would be valuable to them 

• Anticipate need 

• Gain an idea of take up of the topic conversations and wellbeing 

• Anticipate numbers for lunch and any other needs to support attendance 

We developed learning aims for the topics of discussions, which we also used in the promotion of 
the event. During co design we had seen how essential it was that carers could be clear about what 
to expect and whether such an event might have something to offer them. 

We identified the need to have more carers and health professionals involved to help deliver. We 
invited carers from the consultation day and survey who had expressed an interest in being involved 

in future CHAT events and health professionals. We had 2 new carers and 4 new health professionals join us at this 
point as we began to work more closely on delivery and event structure. This was an important point in the project, 
we were very fortunate in the people who joined us bringing their skills and having shared values of the project.  

Health professionals and carers who were co-facilitating the discussion topics agreed to meet 
outside of the planning meeting to discuss how they would do this and prepare for the day. 

Throughout the project and after events, we reviewed the design and made changes, 
including: a jargon buster, sheet for carers to post questions so other carers could answer 
them and having clearer badges with our roles so carers could identify who they needed to 
speak with. 
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We co delivered, and co facilitated three CHAT events; One each in Crawley, Worthing and Chichester. 

Approximately 60 family or friend carers of people with a learning disability attended events along with: 

✓ 10 health professionals from learning disability nursing, speech and language therapy, psychology, and 

occupational therapy with the Trust Clinical Director for Learning Disabilities who is also a speech and 

language therapist. Physiotherapy now has a representative 

✓ 5 carers as co facilitators and three carer support workers from Carers Support West Sussex available for 

further information and support. 

At each event, discussion groups and the well-being activity were co-facilitated by a carer and health professional. 

Following each group discussion, a postcard was developed with key learning points to share with the wider group. 

There were also more structured reflection sessions both within the events and as part of the co-production process. 

 

Carers self-selected the group they wanted to be part of and share any problems they wanted to discuss. Carers and 

health professionals were equal partners in sharing expertise and problem solving. The learning has been cooperative 

throughout - health professionals learning from carers about ways to improve their practice and carers learning from 

carers as well as health professionals. 

In addition to this, at the end of every session, an evaluation form was completed. From these questionnaires 90% of 

people rated the event 9 or 10/10, 100% rated the event 8/10 or above. 

Each CHAT event was closely reviewed and changes made based on feedback by the CHAT planning group made up of 

health professionals and carers. We reflected on the event and made adjustments to improve the reach and 

experience of the workshops for family carers. 
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As a group of people who had never met before we came together without any existing roles, relationships and with 

very different experiences. No one had any experience of co-producing a project.  

This took time and at times there was uncertainty, roles and relationships began to emerge.  

Coproduction meant the original proposal had to completely change. Flexibility within funding for the projects 

allowed us to co-produce something meaningful, rather than prescribed.  

This gave us the freedom to move away from the original traditional ideas of delivering learning and education. We 

were prepared to go wherever the discussion took us. 

Co-production membership needs: 

• People who are passionate, are prepared to listen, be exposed, reflect and be challenged.  

• People who want to be part of something bigger.  

• People who have the time or are being given the time to take part, when caring, lives, situations and job roles 

change. 

• Needs to have permission and buy in from a person with authority for health professionals, demonstrating 

commitment. 

• Strong links with local Carers Services to support carers within the project. 

• Someone to coordinate, diaries, calendar, dates and emails 

 

How we Co-designed: 
 

We built relationship in our meetings by: 

• Having meetings where we “just” shared our stories and experiences, why we were interested in the project. 

• This helped to build relationship, equality and trust. 

• Identifying shared values and created context, for the work of co-production. 

 
We developed shared values, into aims and principles of the project: 

• We used the ideas from our discussions as an ethos and principles. 
• We were equal partners. 

• There are roles we have, we tried to break these down through finding our common ground.  

• Take our hats off, we all have them. 

• We heard that traditional ways of delivering training or information can led to carers feeling overwhelmed, 

more burdened and under pressure of another thing to do. 

 

We consulted carers in West Sussex with a survey and a workshop event based on our principles and key areas of 

learning:  

• Initial discussions and sharing our stories had begun to frame what we thought carers might want or need to 

learn. 

• Carers Support West Sussex hosted the survey and promoted the Consultation day to carers of people with a 

learning disability. 

• The consultation day took planning, we used it as a model for our conversational approach.  
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• Carers and health professionals facilitated the conversations together. 

• We found we had learnt so much from the consultation day, and about ourselves as a group, we had worked 

together as a team. 

• The project was about learning, we kept learning together, and learning as a focus when we were together.  

• We identified carers four main topics of interest and concern for learning were, communication, physical 

health, mental health and sensory needs. Behaviour was also a topic that was important to carers, we 

decided that the four main areas would allow for this to be covered within the different contexts of the needs 

of the people they cared for. 

 

We planned the events 
• Together we looked at the results of the survey and the Consultation day. 

• This resulted in spending more time in defining ideas and subjects for the day. 

• Carers and professionals worked in pairs or into smaller groups, in meetings working together on parts of the 

project.  

• We planned how to deliver, resources, what would be needed, and who would work together. 

• We realised we needed to recruit more carers and health professionals to help deliver the events.  

• We approached carers and professionals we knew or had come to the consultation day events. 

• We held a meeting with new members, and used the same relationship building and consensus approaches to 

help bring the project together. 

• Carers thoughts and input into the timing of the events, the content and wording of flyers and promotion 

material was crucial.  

• We realised it takes a lot for carers to walk into a room of professionals they don’t know. They will wonder if 

they are people that may have worked with them and their family. 

• We realised it takes a lot for professionals to be given the permission to not be the person expected to have 

the answers or the solution.  

• Professionals needed to feel they were allowed to take part in different way, as part of their job. 

• Shared responsibilities with the booking of venues was managed by SPFT and the Event booking was 

managed by Carers Support West Sussex. 

 

How we Co-delivered 
 

• Carers and professionals worked in pairs or small groups on a one of the four discussion topics, and also 

on the wellbeing relaxation session.  

• They met up outside of the meetings to further discuss their co- facilitation. 

• Carers would introduce the discussion to model carers as equals to carers attending and the 

conversational approach. 

• We allocated roles to people to coordinate the timings of the whole day, welcome, housekeeping, 

attendance, check on lunch and break times etc. 

• Each health professional provided handouts and leaflets on information specific to their role for carers to 

take away from the event. 

• Information for carers and their wellbeing was provided. 

• At our meetings we reviewed the event and made changes to how we delivered it.  

• We looked at carers feedback from the event, and also shared our own learning from working together. 

• We discussed how to evaluate the project together, reviewed collated feedback. 

• A carer and health professional interviewed CHAT team members to capture the learning and impact of 

the co-production of this project. 
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Co-production takes time 
As a group we had never met before. Our project outline was created over the phone and via email. We came 

together without any existing roles, relationships and with very different experiences. No one had any experience of 

co-producing a project.  

 

Our first few meetings were spent discussing and exploring. 

This took time and at times there was uncertainty, where were we going? What was our part? What were we 

bringing? Roles and relationships began to emerge. What kept us together was a shared passion for the vision and 

shared values of listening and respect. The benefit of this was that no one was too precious about the original brief 

and we were prepared to go wherever the discussion took us.  

Why co-production takes time 

There is a level of 
relationship building and 

consensus work

People who are 
passionate, prepared to 

listen, be exposed, 
reflect and be 

challenged

Space is needed to go 
back and forth in 

defining ideas and 
modelling the ethos of  

the group

Starting at the beginning 
can feel uncertain as to 
aims, the need to build 
trust and commitment 

to the project

Everyone needs to be 
enouraged to be able to 

contribute

Time to hear everyone's 
story - this is  important

Time for sharing views 
and expertise

Finding time for people 
to take part, when 

caring, lives, situations 
and job roles change

The need for someone 
to co-ordinate

Recognising that the 
learning during co-

production is as valuable 
as the events themselves

Finding new members is 
a challenge - especially 

carers

Practical challenges 
around 

dates/times/venues/ 
refreshments
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Carer facing Workshops CHAT events 
 
Co-production changed the nature of what we delivered. We had good attendance with low dropout rates, we had 
carers come to events from elsewhere in the county, and some came to all three. 

 

 
CHAT Events and Workshops have: 
 

 Responded to family carers needs for access to health professionals and other carers 
 Modelled carers as expert partners in care, carers felt there were there as equals. 
 Provided relevant health and health services information to carers of people with a learning disability in West 
Sussex.  

 Given health practitioners access to new information, including local services in the community they did not 
know were there.  

 Given carers time to discuss their concerns about the health needs of the person they care for with health 
practitioners directly, without having to complete a form or assessment 

 Enabled carers to have direct access to health expertise; the themed group discussion widened the learning 
by hearing other people’s stories and possible solutions.  

 Helped carers feel understood in their role and helped to find genuinely helpful and useful solutions 
 Given health practitioners new perspectives of the issues for carers and people they care for, including the 

every day barriers to accessing health services 
 Encouraged carers to continue to pursue support for their family member, and were given simple ways to 

support this.  
 Shown how a peer/shared learning approach to “training” supports people to identify/meet needs, respond 
to queries and learn new information. 

 Provided time for carers and health practitioners to take part in a relaxation session and provided 
opportunities to discuss their own wellbeing and resilience.  

 
 
The informal lunch time allowed carers and professionals to:  

o Meet others 
o Have detailed follow up discussions 
o Talk with someone about another health subject 
o Process the mornings discussions and learning 
o Look for the printed health information available 
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The CHAT group learnt:  
 

 An understanding of the difficulties of the language we are using as well as the jargon and any myths that are 
out there 

 That thinking about the questions we are asking. What do I want out of this discussion?  
 That need the opportunity to see the bigger picture: As a carer, we are often meeting professionals in crisis 

mode (sorting out one particular issue); CHAT has enabled us to take stock and think about the wider issues. 
 The value of hearing how difficult it is for carers to stay well informed about the services that are available to 

support them 
 An understanding of how much carers are concerned about planning for the future especially as they 

themselves grow older 
 The difficulties in information that gets lost with each change in the person’s circumstances 

 

 

 

The CHAT group learnt:  
 

 As we worked together to co-produce workshops for family carers, we identified learning and outcomes that 
we had not envisaged at the beginning. 

 The learning within the co-production and planning process for individuals involved, is as valuable as the 
events we provided. 

 The co-production process improved relationships and understanding between carers of people with a 
learning disability and health professionals, moving away from division and focusing on a more innovative and 
collaborative model.  

Carers at the events told us what they learnt, what they found useful and what they would tell another carer 
about:  

 

“Info about services, other 
people’s ideas and 

experiences”

“ Being in a supportive 
environment with other 
carers and professionals 
who’s main aim was to 

listen. Being talked to and 
not at”

“Informal chat with LD nurse 
on Health Assessments and 

what should happen, how to 
prepare and be involved. 

Sheets up on flip boards with 
information points” 

“attendance of 
professionals”

“It’s helpful to share ideas 
and problems with each 

other. It’s important to take 
time out for yourself and 

relax and re-charge.”
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 CHAT is helping specialist health staff better understand what carers want and need.  
 Finding new members is a challenge, especially carers 
 We spent a lot more time than money 
 We learnt to expect the unexpected! 

 

 

 

• We were Nominated for Sussex Partnership Foundation NHS Trust Best Practice Award  

• We have been chosen to be in a NHSE/I ‘Quick Guide: Allied Health Professionals transforming health, care 

and wellbeing for people with a learning disability, autism or both’ (to be published 2021) best practice guide 

for Public Health England Innovation paper.  

• We have presented CHAT project at South East Branch of the British Psychological Society and at local multi-

disciplinary team meetings  

• CHAT carer members are discussing joining the Sussex Partnership Foundation Trust Experts by Experience 
programme, and identifying their own requirements as part of this. The programme currently lacks significant 
representation from carers of people with a learning disability. And this will be a trailblazer for carers of 
learning disability Expert by Experience programme for Sussex Partnership. 

 

 

 

 

We had planned for another 3 events in 2020, held in partnership between SPFT and Carers Support West Sussex, the 
first one was to be held in June in Crawley. The Covid-19 pandemic meant this was not able to go ahead and the 
pressures on family carers, health professionals and carer services has made it difficult to move forward with the 
project.  
  
We are hoping to gently begin to restart our fantastic work together now that restrictions are beginning to ease.  

 

 

 

 

 

 

 

 

 



CHAT Report 
 

16 
 

 

 

 

If you are a health professional planning training for family carers of people 
with learning disabilities:  

 
 
Start by linking with your local carer organisation at the outset 
 
 
 
Give plenty of time to listen to what carers say they need and want from 
the training 

 
 
 

Co-design and co-deliver training with carers who have lived experience 
 
 
 

Be open to the idea that health professional will be learning 
as much from people who have lived experience in caring 
roles 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Throughout the project, group identity has been discussed at co-design group 

meetings, and it was recently agreed that the acronym 'CHAT' might better represent 

the project if it stood for 'Carers, Health All Together'. Future publications are therefore 

likely to be branded with this updated project name. 
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  Carers and clinicians worked together as equal partners in care 

supporting both groups' health, wellbeing and learning. Through 

the events, clinicians were able to learn from carers, carers could 

learn from other from carers' experiences. All learning was 

viewed as having equal value. 

Penny Jenkins, Specialist Support Team Leader, Carers Support 

West Sussex 

 

 

  The recommendations or reports from health 

professionals based on short observation 

sessions with my daughter and their own tests 

done without anything to do with me, 

sometimes was quite off target because it 

didn’t really take account of the nuances of 

our actual life and circumstances. I now 

appreciate that health professionals can’t 

really know how to fill the gaps in that 

knowledge unless we help them. I’ve realised 

that we need to collaborate on projects like 

this so that health professionals know what to 

ask and what kind of assessment formats to 

create which would get that information 

about the specifics of your circumstance to 

inform their advice and recommendations 

A Carer observation about the Chat 

Project 

 

  We have to be open to know what carers really want and not 

just what we might think they need. You may be an expert in 

your professional field, but this might not be what a carer's acute 

need might be at that time. We may find our more frequent 

interactions with family carers put us into a more traditional, 

theoretical approach, but by stepping into a carer's shoes and 

environment, it can help us deliver something more meaningful 

and appropriate together. Through CHAT, healthcare 

professionals could hear about issues and other challenges of 

care first hand and outside the more traditional clinical expert 

model. 

Viki Baker, Clinical Director; Reflecting on post-project 

conversations with practitioners involved 

 

 

My lived experience as a carer has, I feel, been 

very well-respected here and my contributions 

have been welcomed and valued and actually 

used. 

A carer who has a daughter with autism and 

is on the co-production group reflecting 

about the project 

The project focused on creating a unique atmosphere of learning together at events. It gave an opportunity to share our 

experience to help other carers and to help improve the understanding and practice of the health care professionals attending. 

This focus was different to what many of us have experienced in carer interactions in the health environment. It meant that 

information was not just being passed in one direction to the carer, but both sides were able to share their knowledge and 

insight. This has so much potential to positively affect the interactions between health care professionals and carers, and to 

increase confidence that carers' experiences are more likely to be heard.  

A Carer of an adult sibling with learning disabilities and autism 
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CHAT Carers, Health All Together 
 

CSWS Carers Support West Sussex 
 

Experts by 
Experience 

People with lived experience of using or caring for 
someone who uses health, mental hand and or social 
care services. 
 

HEE Health Education England 
 

NHSE/I National Health Service England and Ireland 
 

PHE Public Health England 
 

PWLD People with a Learning Disability 
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Appendix 1 

CHAT EVALUATION for CHAT Evaluation Report 8th July 2019. 

 
Project Co-production: 

Objective   Measures Data Outcome Met / Partially 
met/ Unmet 

Learn together about what 
works to enable 
transferable resilience 
 
 
The events would be co-
designed with local 
learning disability carer 
groups across West 
Sussex and local NHS LD 
clinicians 

CHAT meetings and 
membership to develop 
events for carers 
 
CHAT Consultation day 
and events. 
CHAT survey. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Reflection in Meeting notes. 
Team Feedback Questions. 
 
Currently Membership of 
CHAT Planning team has 15 
people involved.  
This includes 3 active carers, 
with 1 receiving project 
updates. 9 LD clinicians, with 
1 receiving project updates. 
2 of the 3 carers who started 
have remained with the 
project. 2 of the 4 carers who 
additionally joined have 
remained with the project. 
3 of the 4 clinicians who 
started have remained with 
the Project.  
5 of the 7 clinicians who later 
joined have remained. 
 
 

We have learnt together about what carers feel and say they 
find supportive. 
 
The “how” is in feeling valued and listened to, 
feeling partnered in issues and in the solution. 
 
The “what” is in information, advice, opportunities to meet/ 
discuss, that is relevant, timely, achievable, available. 
 
The “who” is in the right people who have the knowledge, 
health professionals, and in other carers, and each other. 
 
The “when” is when they know they need it, even if they are 
not sure of the what, of wanting it early to prevent issues 
escalating. It is also if and when they can get there/ access. 
Barriers to access are identified. 
 

MET 

What are the barriers for 
people and significantly 
what will enable people to 
want to attend 
 
 

As above 
Consultation day and 
survey. 
Qualitative feedback on 
from the consultation 
Day. 

Survey data 
Consultation day feedback 
and themes. 
14 (we think 10-11 carers as 
some were other 
professionals who mistook 

Carers are interested in the opportunity to get support with the 
issue they are facing in the caring role now.  
 
These are issues that they are unlikely to feel they will go 
through the referral process for. 
 

MET 
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Objective   Measures Data Outcome Met / Partially 
met/ Unmet 

 
 
 
 
 

See appendix 2. the purpose) attended the 
consultation event. 

The referral process feels like a barrier in addition to other 
barriers they face. 
There was significant interest and take up of meeting with LD 
clinicians for help and advice. 
 
They valued the approach of professionals and having carers 
to support the conversations.  
 
It was important to be with carers in similar caring roles. 
 
Logistical barriers of arranging care for the person they care 
for. Being available at time of event. 
 

What do they need from 

specialist health staff. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

As above. See appendix 
2  

Consultation day feedback 
Appendix 2. 
 
We asked “speaking with 
health professionals” as a 
wellbeing question. 
 
14 people attended the 
event. 
11 out of 11 carers who 
answered this question, were 
very interested in this.  

Relevant information to the current individual’s current 
situation, proportionate to the issues for the person they care 
for.  
 
Carers have a strong instinct for prevention, but feels or 
experiences/is told/ often the support they need at the time 
does not meet thresholds for referrals.  
 
Professionals approach is vital.  
The presence of carer’s in the co-delivery is also essential. 
Carers bring the equality of the discussion and break down the 
power perceptions. 
 
Carer feedback from Consultation day “Thank you so much for 
a great event. 
 
It was really inspiring and wonderful to meet so many 
professionals “without their hats on”! 
 
I can’t wait to see what comes out of the really thought-
provoking conversations that we had”. 

MET 
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Objective   Measures Data Outcome Met / Partially 
met/ Unmet 

Identify when and what 

carers and families need 

for the future including 

integrated health and 

training programs to 

include options such as a 

dedicated Carer Support 

Worker role working 

alongside community 

teams* 

 

CHAT Planning Team 
Meeting Notes CHAT 
Consultation day and 
Survey, CHAT Events. 
 
 
 
 
 

As in sections above. 
 
 
 
 
 
RE Family Support Worker 
role: 
Beginning to explore future 
directions, CHAT planning 
Meeting 06/06?19 

We have identified when and what carers and families need for 
the future in terms of integrated “training “or rather what they 
find a relevant, applicable, useful learning model. 
 

Partially met 

Identify and trial the 

nature of any future or 

additional 1:1 crisis 

support for carers, care 

support needs, or joint 

working with NHS 

Specialist Team for 

persons with a learning 

disability or autistic 

spectrum conditions and 

their carers. 

CHAT Planning Team 
Meeting Notes CHAT 
Consultation day and 
Survey, CHAT Events. 

As above, and below. Within 
the co--design and planning 
process and event delivery. 
 
 
 
Crisis support has not been a 
key aspect of the project so 
far. The design has been to 
enable carers to come with 
the issues where they are at, 
this may include crisis, or 
their caring role support 
needs maybe at a more 
preventative stage. 
 

The CHAT project has trialled a model for carers and NHS LD 
Specialist Teams joint working to meet the needs of LD carer 
in their caring role and caring role support needs. 

Partially met 
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Project Co-Production 

Objective Measure Data Outcome Met / Partially met/ 
Unmet 

What supports Carer 

resilience as key 

workforce partners 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

What supports Carer 

resilience as key 

workforce partners 

 

Survey 
Consultation day 
outcomes. 
Feedback from events. 
 

Carers themes from 
consultation day appendix 2 
 
We put “speaking with health 
professionals” as a wellbeing 
question. 
 
14 people attended the 
event. 
 

11 out of 11 carers who 

answered this question, were 

very interested in this 

 

The questions “time to share 

with other carers? 

9 out of 10 were very 

interested, 1 was interested. 

 

 

Carers resilience is supported by a combination of: 
Accurate and meaningful advice, suggestions and sources of 
support relevant to their role.  
 
Being valued as a carer as an expert in the person they care 
for, but also with a desire to learn, prevent issues worsening 
and improve things for the person they care for. 
 
Listening and learning from other carers with a similar caring 
role. 
 
Time to reflect, listening to others support this. 
 
 
 
Having the opportunity for this presented when they are having 
to 
create all the opportunities themselves in their caring role. 
 
Giving to others and sharing sources of help, advice, support. 
 
Coming away feeling they have learnt something, gained 
something, gathered up the learning, rat here than coming 
away confused or feeling more overloaded/ burdened with 
responsibilities. 
 
Time out for them. Opportunities to connect with others. 
 

Met 

Develop peer learning/ 

delivery models – co-

educators where possible. 

 

CHAT meetings and 
Notes 
 
The CHAT events 
structure. 
CHAT invite and 
Eventbrite. 

Model is carers and LD 
clinician’s co deliver the 
topics of the 4 conversations 
and the relaxation session. 
 
Structure includes option for 
informal discussion with 

CHAT team are peers regardless of role, profession and length 
of time in the project. 
 
The co delivery immediately introduces / messages the carers 
as equal partners and valued as part of the conversation. This 
is also overtly stated. Carers queries questions are put out to 
the groups so other carers can share their expertise. 

MET for within this 
project brief. 
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Objective Measure Data Outcome Met / Partially met/ 
Unmet 

 

 

Simple learning aims for 
the conversation topics, 
Communication, 
Physical Health, Mental 
Health, Sensory, and 
Relaxation session. 
 

carers and LD clinicians.  
Crawley event we had 26 
observed informal 
conversations with clinicians 
in the lunch break and 
informal time. 

 
 
 
 

 
 
 
 
 

What is available in the 
community in supporting 
the people they care for to 
be well 
 
 
 
 
 
 
 
 
 

Handouts and resources 
brought to CHAT events 
on specific health topics. 
 
During the 
conversations carers 
and professionals 
sharing what’s available 
locally. 
 
Individual conversations 
with LD clinician in 
informal conversation 
time. 

Feedback from CHAT event 
3rd April where 15 people 
attended, 6 out of 9 people 
completing it referenced 
receiving good information, 
or handouts, other 
information. 
 
 

Carers found useful local information for their caring role and 
for themselves. 
 
LD clinicians also learnt about community resources. 

MET 

 

Project Events Co-delivery: 

Objective Measures Data Outcomes Met/ Partially met/ 
Unmet 

A bespoke programme of 

events to provide an open 

peer to peer and 

professional learning 

experience.  

 
 
 
 

Carer’s consultation day 
23rd Feb 2018 
Survey. 
 
CHAT event 17th 
October based on co –
design and co-
production. 
 

Carers consultation day. 14 
people (we think 10-11 
carers as some were other 
professionals who mistook 
the purpose) attended. This 
was clearly messaged as 
come and “chat with LD 
health professionals and 
there was a good take up. 

Events were provided. 
 
Events evaluated afterwards by CHAT team and changes 
made. 
 
Carer Feedback includes: 
“Being in a supportive environment with other carers and 
professionals whose main aim was to listen. Being talked to 
and not at “  

MET 
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Objective Measures Data Outcomes Met/ Partially met/ 
Unmet 

 
 
 
 
 
 
 
 
 
 

CHAT event 3rd April on 
same model with small 
revision. 
 
 
CHAT invite and 
Eventbrite describe the 
event. 

 
CHAT event 17th Oct- 20 
people signed the 
attendance sheet, although 
we believe there were more 
likely 23. This filled up having 
been advertised for less than 
6 weeks. 
 
CHAT event April 3rd 2019 
14 carers signed the 
attendance sheet, this had a 
month's advertising. 
 

 
This is not the usual type of feedback received at standard 
training events. 

Educational and structure 

around content, the 

structure was to be 

defined as part of the co-

production process. 

 

Subjects were to be 

broad, to allow for 

learning but also the 

capture of experience 

 

Carers to have the time  

to reflect, synthesise and 

reinforce transferable 

learning 

 

Time for informal 

interaction with 

professionals as important 

CHAT meetings and 
notes 
 
Carers consultation day, 
survey, CHAT events 
and reviews at Planning 
of meetings post events. 
 

When looking at topics for 
discussion and structure see 
appendix 2.  We took a view 
that broadly some subjects 
were likely to able to move 
into what carers needed at 
the time, and needed to 
communicate them simply. 
 
Desire for time with 
professionals and other 
carers and for themselves 
were also highly indicated. 
(see previous). 
 
 
Communication 
 
Physical Health 
 
Mental Health  
 
Sensory. 

Informal use of carer’s and professional’s knowledge, 
specialisms, including that of being a carer as specialism, in 
the” conversations”. A responsive approach to the needs and 
issues facing the carers at the time. 
In addition, this capitalised on those carers attending 
knowledge of what is available, what is local and what is 
helpful. 
 
It included responding to carer’s reflection for each other on 
the skills and creativity they use every day in supporting their 
loved ones, and gaining perspective on how far they had 
come. 

MET- in line with 
the outcome of the 
co-production and 
co-design. 
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Objective Measures Data Outcomes Met/ Partially met/ 
Unmet 

to develop working 

relationships. 

 

 
Informal time together. 
 
Relaxation. 
 
Learning from the 
conversations above was 
feedback captured as part of 
the conversations, and then 
back into the whole group. 
 
At the Worthing event we 
used “CHAT Postcard” for 
the forwarding of learning to 
others. 
 

Wellbeing session to be 

included supporting 

resilience. 

 

Wellbeing session to be 

inclusive for carers and 

clinicians 

 

Time for informal 

interaction with 

professionals as important 

to develop working 

relationships. 

 

 

 

 

 

CHAT Meeting notes. 
CHAT Consultation day 
and Survey.  
What is Wellbeing? 
 
This included a lunch, 
which as well as giving a 
message about 
wellbeing, also gave 
informal time for 
clinicians and carers to 
chat. 
 
Equality of CHAT team. 
 
Delivery of events 
included showing which 
clinicians would also be 
taking part in relaxation 
session.  

Crawley 17th October 2018  
3 carers who initially were 
not interested in relaxation 
did in fact take part.  
16 carers and 4 clinicians 
 
Worthing 3rd April 2019 13out 
of 15 carers and 5 clinicians 
went to the Relaxation 
session. 
 
Attendees supported to 
identify what they use to 
support their wellbeing and to 
share this.  
 
High levels of pre-booking on 
the Eventbrite invite of the 
relaxation session indicate a 
strong interest. 

Carers have a strong desire to take up opportunities for 
wellbeing. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

MET 
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Objective Measures Data Outcomes Met/ Partially met/ 
Unmet 

Feed into the wider 

service development 

priorities. 

Started exploring CHAT 
meeting 06/06/19 

   

Additional Learning  

Unplanned. 

Planning and co-

production process 

itself.  

Finding new CHAT team 

members both carers 

and clinicians, with 

emails to source and 

describe the project. 

 

 

There has been the need for 
considerable work outside of 
meetings, including. 
 
Writing and recording notes 

of the meetings. (average 3 

hours per meeting) 

Communication with a 

diverse and dispersed team 

(email and follow up actions), 

(average 1 hours per 

meeting, with emails and 

updates tracking actions in-

between) 

 

Setting up and hosting the 

consultation survey, 

questions, inputting onto 

survey monkey, running 

database reports to identify 

and reach LD carers. Pulling 

off responses to the survey. 

 

Writing and recording 

findings from consultation 

day conversations, (average 

3 hours per 6 items  

 

Outcomes have been the events held so far and successful 
outcomes for carers attending. 
However, in terms of future planning considerably more 
management time needs building and costing in. 
 
 
The CHAT project Planning team have felt like a cohesive 
group at events.  
 
 
 
 
 
 
 
This was hosted by Carers Support West Sussex (CSWS) and 
produced by the Communications Team. They are a small 
team, who are used to responding quickly with access to 
CSWS database of LD carers who wish to receive information, 
website and social media. Their immediacy in responses has 
meant we have been able to plan in shorter turnaround time. If 
this facility was not available we would have had to have 
added in considerably more time for promotion.  This will be 
more important in the future to promote carer inclusion in the 
outcomes for CHAT, carer being part of something bigger. 
 
 
 
 
 
 
 
 

NA- Unplanned 
learning. 
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Objective Measures Data Outcomes Met/ Partially met/ 
Unmet 

Sourcing events venues. 

Finding/ booking venues 8-

10 hours  

 

Admin for other chat 

meetings (typing up 

documents/ refreshments/ 

expenses/ chasing up and    

reminders 10-12hours 

 

Preparation of venue- 

checking suitability of rooms, 

(average 2 hours per event) 

and dietary requirements of 

those attending, liaison with 

venues. (average 3 hours per 

event) 

 

Preparation for the event, of 

resources (handouts) 

flipcharts, feedback sheets 

(average 3 hours per event) 

 

Costs of mailing out to 

carers- postage is 47p 2nd 

class for one small envelope. 

It takes an hour to fill 100 

envelopes.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Originally, we envisioned one mail out to all LD carers 
registered with all the dates on. 
Due to the co-production, and the time/ logistics around dates 
etc, we were unable to have the dates all in advance. One mail 
out took place for CHAT 17th October. This took used up the 
planned costs of mailing out and the time filling envelopes was 
considerable. 
 
 

Prepared by Penny Jenkins
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Appendix 2      CHAT Project – Timeline  

 

 

January 2017 

Initial meeting between Carer Support West Sussex, Viki 

Baker (Clinical Director, LD) to plan project 

 

6th October 2017 First planning meeting for CHAT – involving carers and 

Health Professionals 

 

  2 planning meeting 

 

CHAT planning meetings – all involving carers and 

professionals 

 

     November 2017 

Survey Monkey: Consultation to all Learning Disability 

carers pan-Sussex 

 

23rd January 2018 

CHAT Consultation Event (Billingshurst) 

‘What do carers want?’ – co-produced carer event 

 

  

  3 planning meeting 

 

CHAT planning meetings – all involving carers and 

professionals 

 

 

17th October 2018 

 

CHAT Event (Horsham) 

 

    

  3 planning meeting 

 

 

CHAT planning meetings – all involving carers and 

professionals 

 

 

3rd April 2019 

 

CHAT Event (Worthing) 

 

  3 planning meeting 

 

CHAT planning meetings – all involving carers and 

professionals 

 

17th July 2019 

 

CHAT Event (Chichester) 

 

18th July 2019 

 

Evaluation summary session with HEEKSS 
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Appendix 3                                                                                              CHAT Postcard Template 
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Appendix 3                                                                                    CHAT at an awards ceremony 


