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What is the Living Well Project? 

The Living Well project wanted to help people with a 

learning disability and or autism to live well. 

The project team has members from Calderdale, 

Kirklees, Wakefield and Barnsley.  

The project team was people with lived experience 

including family members and also workers whose job it 

is to support people. 

They worked together to find out what is working well 

for people and what could be better. Inclusion North 

helped them set up the project team, plan the work and 

get the funding. 

The project team wanted somebody independent to 

check the work they were doing, Asking You! were 

asked to do the checking. 

 

For more information see The Living Well Report 

FINAL-Living-Well-Report-2018-2019.pdf 

(inclusionnorth.org) 

 

 

 

 

 

https://inclusionnorth.org/wp-content/uploads/2019/12/FINAL-Living-Well-Report-2018-2019.pdf
https://inclusionnorth.org/wp-content/uploads/2019/12/FINAL-Living-Well-Report-2018-2019.pdf
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Who are we?  Asking You! 

Em Pearson  Project Worker  

    Asking You! 

Ems job on this project is to check the work 

the Living Well project team are doing. 

Em lives and works in Leeds.  

Em has been a volunteer for the Good Lives Leaders for 

at least 3 years. 

Em has a lot of lived experience. 

Em is good at speaking up for other people. 

Em enjoys her work, it’s important for her to improve 

services for other learning disabled people. 

Em is very good at her work and The Advonet Group are 

pleased she is part of our team. 

 

Claire Nixson Manager 

   Asking You! 

Claire’s job on this project is to support Em to say what 

she thinks about the living well and help Em to write a 

report. 
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Asking You! 

Asking You! are part of the Advonet Group. 

Asking You! work with and for learning disabled adults. 

We support learning disabled adults in Leeds to 

feedback on the services they use and make them 

better.  

We plan and run the Leeds Learning Disability Peoples 

Parliament and support the Leeds Learning Disability 

Partnership Board. 

We provide learning disability awareness training. 

We support The Good Lives Leaders, volunteers with a 

learning disability that check if people in supported 

living are having good lives. 

We run a Citizen Advocacy service. 

We are independent and have advocacy at our centre. 

 

Advocacy is about; 

Making sure peoples voices are heard 

Helping people understand their rights 

Empowering people to speak up for themselves 
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The Advonet Group 

The Advonet Group – Advocacy services in Leeds, Yorkshire 

Asking You! are part of The Advonet Group 

The Advonet group is set of Advocacy projects in Leeds 

helping people be heard and have their rights respected. 

 

The Advocacy Charter 

https://www.ndti.org.uk/resources/new-advocacy-charter 

The Advocacy Charter - hand drawn v6 (ndti.org.uk) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://advonet.org.uk/
https://www.ndti.org.uk/resources/new-advocacy-charter
https://www.ndti.org.uk/assets/files/The-Advocacy-Charter-Easy-Read.pdf
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What we were asked to do 

Em and I were asked to check the work the Living Well 

project were planning on doing. 

We met Roy and Angela from Inclusion North in 

September 2018 and they told us about the plan. 

We started our work November 2018, we were going to 

work as checkers for 18 months. We have been involved 

for 2 years. 

We agreed with Inclusion North and Cloverleaf how we 

would check the project. 

We agreed we would attend a project meeting at the 

beginning, the middle and the end. 

We agreed we would go to one of the roadshows. 

Em said what she thought about the project after each 

meeting she went to. 

We saw different parts of the project 

We saw how the project changed from the first plan. 

Near the end of the project Em had lots of questions for 

the project members. 

We used the answers to the questions and all the 

information we had collected over the 2 years to write 

this report. 

Like the people involved in the project we have had to 

change the way we are working because of COVID 19. 

 



 

8 | P a g e  
 

What Em thought about the Living Well Project 

Em thinks the project has gone really well. 

“I think it’s been good. It’s been very good to be 

involved in. It’s a shame we couldn’t go to all the 

roadshows. They sound like they were very different. 

It sounds like each area has learnt a lot of different 

things, it would be interesting to know if they think they 

have learned from each other. 

I’ve really enjoyed getting paid for the work and 

working with everyone. I’ve really enjoyed it, they’ve 

treated me like a normal person. I don’t feel like they 

have just seen the wheelchair. I feel like I have been 

seen for the person I am. I think being paid means you 

are valued. 

For this reason I think it is really important that you try 

and get those paid roles for people with lived 

experience.” 
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Inclusion North and Cloverleaf Advocacy 

The support from Inclusion North and Cloverleaf 

Advocacy has been structured and supportive. They 

have provided a clear framework for the different 

groups to work together and kept things on track.  

Em felt very included and we think that is a good 

measure of how the project has worked, engaged 

people and made sure people with learning disability are 

at the heart of the work. 

 

The Steering Group 

The work in each area has 

been supported by different 

groups.  

The different groups have 

worked well together and 

shared good ideas through the steering group.  

The steering group have made links to local services 

when they need to. They agree what they need to do 

and work out a way to do it. 

They have worked with the Patient Experience Group 

and worked with local self-advocacy groups. 

They have used good work that other people have 

done, like Get Checked Out in Leeds to makes things 

better. 

This kind of working saves money and time.  



 

10 | P a g e  
 

We have seen lots of times in this project where people 

have shared ideas and work to make things better. 

There are lots of strong characters in the steering 

group. These are people that are used to fighting for the 

rights of people with learning disabilities. We have been 

very impressed at how people have listened even when 

they disagree. 

The groups have always shown respect and together 

have come up with some great solutions. 

We think it is a very good. 

As this is a project where different groups, from 

different locations have come together it has checked 

itself in some ways. It would not have continued if the 

different people involved did not see a benefit. It has 

also developed new partnerships. 
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The Living Well Roadshows 

The project team decided it would be a good 

idea to hold roadshows. 

They planned and booked the roadshows.  

They did what they said they would.  

Em enjoyed the roadshow we went to.  

 

The training at the roadshows was good, lots of 

information and ways to be involved. We liked the 

training led by Cath and this was a popular choice.  

 

It might have been better if more of the sessions 

been led / co led by learning disabled people. 

Each area has worked differently and have shared their 

working and ideas. They have learnt from each other at 

the same time as thinking about their different needs. 

The roadshow we went to in Wakefield was inclusive 

and interesting. Em felt listened to and enjoyed meeting 

different people that worked in different jobs. 
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Annual Health Checks and COVID 19 

The Living Well project said that annual health checks 

were important. 

They wanted to help more people get their annual 

health checks. 

At the roadshows they talked about this and asked for 

ideas. 

They have done some work but it is difficult to measure 

what a difference it has made. 

Changes to numbers and things like health checks are 

lower because of COVID 19 

Living Well have had to change their plans because of 

COVID 19 

 

 

How the Living Well project has changed  

A real strength is that the project has changed when is 

needed to. 

Things have changed to make sure they are always 

helping people with a learning disability to live well. 

Another good check is that though the time has come to 

an end the group have found a way to continue and 

build on the work. 
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New Plans and the next steps 

We think the new plans for each area are very good. 

They are clear and have learning disabled people 

leading and checking the work. We are very pleased 

that there is also a small amount of paid work for 

learning disabled people. 

One thing we think the plan did not do that it said it 

would is to recruit people with lived experience as 

health facilitators. 

We think that part of that was because it is difficult to 

recruit people within the budget and timescales the 

project had. We think that the group know that having 

paid work is important for people to live well.  

There have had to be changes to the plans because of 

lockdown and COVID. We think it is very good that the 

people involved did not use this as a reason to stop. As 

we have seen from the start of the project they changed 

to get the work done in the best way possible. 
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Final Words 

We hope everyone is very proud of their work. We are 

very impressed with how hard everyone has worked and 

how far they have made the money go. 

We are only sad that we will not be involved in the next 

stages as we have really enjoyed being involved. 

Em has said this opportunity has changed her life, and 

definitely for her personally the living well project has 

been a success.  

We can see from the work you have done, the minutes 

from the meetings, the answers to our questions and 

the report you have produced that the Living Well 

project has been a success. 

 

 

 

 

 

Thank you for sharing your journey with us. 
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Appendix  

Em & Claire 2/10/20 

We sent questions for the Living Well project team, and 

these are the answers. 

Ems feedback is in italic writing like this 

 

Calderdale Self Advocacy Network (CSAN) said: 

 

1. Have you made connections with the work in 

Wakefield and the Treat Me Well campaign? 

We are in touch with the TMW campaign in Calderdale/Kirklees. 

Have you made any wider connections? We wonder if this 

question wasn’t very clear.   

 

2. What happened about the plan to recruit people 

with lived experience as Health Facilitators to promote 

Living Well? 

This was set up for a post in a local community hub – recruited 

but not started as far as we know - but it has been delayed by 

Covid19. 

That sounds good, so you have recruited someone but their 

start date has been delayed? As we find new ways of working, 

like online meetings, have you got any plans for them to start? 

3. What feedback did you get from the roadshows? 

Everyone we have spoken to said the roadshow in Calderdale 

was really good. We have spoken to professionals and self-
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advocates and service providers. It would be good to do this 

again. This was the best bit. 

We also supported the Kirklees roadshow and it was the most 

useful thing for self-advocates we think. There needs to be 

more things where you can talk to people and hear about 

things. 

 

4. Do you know if more people have had screening 

after contact with the project? 

Covid19 has stopped a lot of screening so we can’t tell. We 

want to look at different ways to get people together to make 

sure people know when they can go again. People now need to 

be told all over again, in lots of ways, what screening they 

need, when and where to go. 

Doing the Living Well project has helped CSAN have more 

contact with other professionals and other groups of people 

with a learning disability in Calderdale. 

 (This answered our first question, great to hear you’ve made 

links) 

 

5. What have you done to raise awareness with GPs? 

No contact with GPs due to Covid19 

Did you have contact before?  

6. Did many GPs the roadshows? 

In Calderdale there was GP attendance, not in other areas. 

 

7. Who went to the roadshows? 
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It was different people in different areas, some areas had 

different mix of people there. We went to Calderdale and 

Kirklees ones they were very different mix of people. 

 

8. Do you think the project has been successful? 

Yes – it would be better if the person had started work but it 

can be started again when it’s safe. 

 

9. What have you learned, and what would you do 

differently? 

Learned that lots of people want to work together, that 

different areas have different mix of people so local knowledge 

about each area and the people there is really important.   

 

10.  How are you going to check / evaluate the next 

stage if there is no external evaluation built in? 

This is really hard now – we don’t know what the next steps 

will be so evaluation is harder. 

Kirklees: 

1.  Have you made connections with the work in 

Wakefield and the Treat Me Well campaign? 

I have used the Treat Me Well website for guidance and 

information. I have emailed Kirklees Mencap to inform them of 

my role and request a visit to build connections and support 

our work. 
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2.  What happened about the plan to recruit people with 

lived experience as Health Facilitators to promote 

Living Well? 

The next stage of our project will be led by Sarah Roberts who 

currently manages The Kirklees Involvement Network and a 

Health Champion who will be a person with lived experience. 

We will develop a job description and recruit a health champion 

with a learning disability locally. 

They will work together to map out local services and identify 

key partners plan the project and develop project outcomes 

and timelines. We already have an easy read tool that we use 

to do this. 

We will then work with the web design team to look at local 

web pages and health information and organise a launch event 

locally for the new health action plan and web page. 

The project will design an Annual Health Checks Checklist for 

Providers that can be used as induction tool or to raise 

awareness 

This sounds like a really clear and well thought out plan. It 

might be worth looking at the Get Checked Out site and link to 

their work and see if it works for annual health checks to save 

some work. 

Em and Claire ran out of time and arranged another meeting to 

carry on going through the feedback. There is a lot of 

information.  

 

Meeting 9/10/20 

 

3.  What feedback did you get from the roadshows? 
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It was clear through the Living Well Roadshows (LWR) as well 

as through our own health promotion work with Kirklees 

Involvement Network KIN that the local Health Action File is 

not being used by lots of people. In addition, the existing file is 

too big and complicated. We would like to remodel the plan 

based on the Leeds model, and have a relaunch event 

Training Checklist for Providers: another of the key themes that 

came from our LWR, is that providers did not feel they knew 

enough about Annual Health Checks (AHC). We will develop an 

AHC Checklist that we will circulate to providers as well as 

running mini- awareness raising sessions. 

How are you doing with following up on changing the local 

health Action File and developing the check list? 

4.  Do you know if more people have had screening 

after contact with the project? 

We collect information from GP’s regarding how many people 

are on the LD register and how many have an annual health 

check. Unfortunately it might be too soon to find out if this 

number has increased as it could be any time within a year that 

a person has a health check. What we do know is that in most 

areas the numbers still fall below the target of 75%  and 

therefore more work needs to be done. 

 

5.  What have you done to raise awareness with GPs? 

At the November Practice Nurse session 2019 Nikki Gibson 

Project Manager provided a refresher around Learning 

Disabilities Annual Health Checks. 

In January 2020 an email was sent to practices with an 

attached practice support pack with a reminder of the scheme, 

example resources and easy read guides. 
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Following on from this work I will work alongside the CCG 

Quality team to visit GP practices and complete quality checks. 

We will use this as an opportunity to identify good practices to 

share with other practices, identify barriers, encourage person 

centred care, accessibility. increase awareness and provide 

additional information or signpost to resources. We will then 

hope for this work to also include support from someone who 

has lived experience and will co-produce a patient experience 

check and support the health facilitator/champion role. 

This all sounds good, can you send us a copy of the practice 

support pack? Have you shared this with the other areas on 

this project? 

Have the GPs given you any feedback, as the information 

helped them? 

 

6.  Did many GPs the roadshows? 

Details available in the full report. 

7.  Who went to the roadshows? 

Details available in the full report. 

 

8.  Do you think the project has been successful? 

The project has helped different areas come together to share 

knowledge and learning. Positive changes have already been 

made but this is only the start and much more work is yet to 

be done. It has certainly helped to increase awareness and 

consider different ways to support improved accessibility to 

health checks. 
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9.  What have you learned, and what would you do 

differently? 

I have learned so much about accessible resources, challenges 

that may impact people with learning disabilities and annual 

health checks. I am looking forward to learning more as the 

project continues. Due to this work I am passionate and 

motivated to continue to promote change and champion AHC 

and accessible resources. I have identified my own gaps in 

knowledge and how I would like attend additional training to 

learn more and be a better resource/support for others. 

Great to read how positive you have found and learnt from this 

project. 

 

10.  How are you going to check / evaluate the next 

stage if there is no external evaluation built in? 

Kirklees CCG will continue to monitor how many health checks 

are completed and consider if we can continue the new quality 

review process/checks in the future. 

 

 

 

 

Wakefield: 

1.  Have you made connections with the work in 

Wakefield and the Treat Me Well campaign? In Wakefield 

the Patient Experience Group (PEG) has members with lived 

experience who are also part of the Mid Yorkshire Treat Me 

Well campaign, PEG also has the living Well Project and TMW 

on their agenda as regular items for updates. I believe 
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Huddersfield & Calderdale also have a TMW campaign group 

which is very active and run by Amanda McKie.   

Sounds good, sounds like it is being built into system to keep 

making things better. 

2.  What happened about the plan to recruit people with 

lived experience as Health Facilitators to promote 

Living Well? In Wakefield we are working with self-advocacy 

group ‘Lift Up Friends’ to promote the work of Living Well 

Project, at this time we did not feel in a position to take up the 

role of Health facilitators, but have identified GP Health 

Checkers as a starting point. People with lived experience 

expressed wishing to be supported and paid to completed 

checks at the GP’s and become health checkers. 

That’s good, so people are being paid to be GP health 

checkers? How do people get those jobs? Is this something 

that people in other areas can do? 

3.  What feedback did you get from the roadshows? 

People who facilitated and attended enjoyed the roadshow in 

Wakefield, Wakefield professionals attended the Kirklees 

roadshow and enjoyed hearing about the differences between 

Wakefield and Kirklees. From the final report sharing Wakefield 

are keen to adopt some of the work seen in Calderdale, also 

Wakefield recognise the need for increased self-advocacy in the 

area. This has been reported to the partnership board as a 

further action for Wakefield 

 

4.  Do you know if more people have had screening 

after contact with the project? No. I had a meeting with 

cancer facilitators in Wakefield and they asked the same 

question – they wanted to know the impact and next steps of 

the Living Well Project in terms of cancer screening. In 
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Wakefield it was low numbers of people with lived experience 

attending the roadshow, something which we need to address 

as mentioned. On a positive note the cancer facilitators have 

approached PEG for consultation about invite letters for breast 

screening which has been shared across care providers, Lift Up 

Friends and PEG. 

Good that it has been recognised when things haven’t worked 

and found ways to make them better. 

5.  What have you done to raise awareness with GPs? 

Session from myself to practice nurses, health care assistants, 

admin, GP’s and practice managers. We have 5 people with 

lived experience in Wakefield who would like further training to 

feel gain skills in self-advocacy with a view to attending 

practices to provide feedback about their service. 

Could some of the other areas, e.g. GP health checkers help 

train people?  

6.  Did many GPs the roadshows?  

None in Wakefield unfortunately 

 

7.  Who went to the roadshows?  

Professional heavy 

8.  Do you think the project has been successful? I think 

the project has been a success in highlighting good practice in 

the other areas, for Wakefield it has also highlighted the great 

work of PEG which we can build upon with the right support,  

however it has also highlighted the need to have wider self-

advocacy involved in Wakefield to engage with GP’s and 

primary care. 
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That sounds good. Is there a plan on how to get more self 

advocacy? What do you need to do this? 

 

9.  What have you learned, and what would you do 

differently? Learnt about simple changes to our current work 

which could make a big difference from what we see in 

Calderdale, our members of PEG were very excited about work 

there and potential to do the same in Wakefield 

That’s excellent. 

10. How are you going to check / evaluate the next 

stage if there is no external evaluation built in? We 

would like to see another report pulling the areas together 

again, to show what has worked and potential for further work. 

We would love to hear about the health facilitators role to see 

if this is something we could work toward. The Living Well 

Project is on the agenda for PEG, which is discussed and 

actioned through the strategic health group and finally the 

partnership board. 

 

The words are a bit complicated, could the role be called 

something more accessible than facilitator, it’s a bit of a 

barrier. 

 

It sounds really good that this is being linked to other work and 

built into the system 

Barnsley: 

1. Have you made connections with the work in 

Wakefield and the Treat Me Well campaign? 
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A: We have not made connections with the work in Wakefield 

and the campaign. 

Why not? What would have helped you make connections?  

2. What happened about the plan to recruit people 

with lived experience as Health Facilitators to 

promote Living Well? 

A: To my knowledge and the project group this option was not 

deemed feasible across the footprint. 

What does that mean? 

3. What feedback did you get from the roadshows? 

A: The workshop was well received and as a result we have 

developed a project plan and formed a project working group 

to improve health outcomes for people with a learning disability 

as well as improving annual health checks. 

 

That’s good, were people with a learning disability involved 

with developing the plan and are they in the project working 

group? 

 

4. Do you know if more people have had screening 

after contact with the project? 

A: The lead nurse for the GP Federation who attended the 

roadshow set up a cancer screening service as a result of the 

roadshow for people with a learning disability. 

That sounds good. Do you know if anyone has used the 

service? 

  

5. What have you done to raise awareness with GPs? 
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A: We did not get a finalised attendance list and did not know 

how many GPs attended the roadshow. We know that one key 

attendance was a GP Federation Nurse (Andrea Parkin). 

What’s a federation nurse? If they are a good link are they in 

all areas and can Andrea share with her colleagues in the 

federation? 

6. Did many GPs the roadshows? 

A: We don’t know how many GPs attended- people were not 

asked if they were a service user, carer or professional. 

7. Who went to the roadshows? 

A: I believe there was a mix of service users, carer and 

professionals in attendance. 

 

8. Do you think the project has been successful? 

A:  Yes, some aspect of the project have been very successful 

 

What do you think hasn’t been successful? (In Ems words 

“what else has gone wrong?) 

What has been successful? 

 

9. What have you learned, and what would you do 

differently? 

A:   The noting of who was present would have been helpful to 

differentiate staff from services users and carers. 

Would facilitate the sessions to enable a localised discussion 
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10. How are you going to check / evaluate the 

next stage if there is no external evaluation built 

in? 

 

 

 

 

 

What do you think overall Em after reading all the answers? 

I think it’s been quite good. It’s been very good to be involved 

in. It’s a shame we couldn’t go to all the roadshows. They 

sound like they were very different. 

It sounds like each area has learnt a lot of different things, it 

would be interesting to know if they think they have learned 

from each other. 

I’ve really enjoyed getting paid for the work and working with 

everyone. I’ve really enjoyed it, they’ve treated me like a 

normal person. I don’t feel like they have just seen the 

wheelchair. I feel like I have been seen for the person I am. I 

think being paid means you are valued. 

For this reason I think it is really important that you try and get 

those paid roles for people with lived experience. 


