
Date: Tuesday 7 May 2024
Time: 10:30am to 12:30pm
Venue: Online

Suffolk Learning Disability Partnership Board: 
Presentation and Minutes



Item 3. My Voice Focus 

Group Update 

Nic Roper

Item 1. 

Welcome, apologies  and 

introductions

Item 4. 

My Home Focus Group 

Update 

Item 2. 

Board member updates

Item 5. 

The Quality Improvement 

Programme
Wendy Scott

Item 6. 

Up and Coming Events 

Agenda items



Who attended

Who Role and Organisation

Andrea Clark C.E.O, Ace Anglia

Chewy Self-Advocacy and Coproduction Lead, Ace Anglia

Mark Conquer Expert with Experience Project Worker, Ace Anglia

Gareth Peters 
Head of Partnerships and Operations Learning Disability, Mental Health and Autism, Suffolk County 

Council

Caron Ager Programme Manager Adult Learning Disability and Autism, NHS Norfolk and Waveney 

Andrew Regent Head Of Supported Housing, Orwell Housing

Jill Knell Family Carer

Alison Sadler
Learning Disabilities and Autism Transformation Programme Manager and LeDeR Local Area 

Contact, NHS Suffolk and North East Essex ICB

Nic Roper
Assistant Director- Mental Health, Learning Disabilities & Autism and Sensing Change Adult and 

Community Services, Suffolk County Council



Who attended

Who Role and Organisation

Claire Smith Chair, Suffolk Parent Carer Forum

Phil Robbins Family Carer

Wendy Scott Deputy Director of Nursing, NHS Suffolk and North East Essex ICB

Jae Short Self-Advocacy Facilitator, Ace Anglia



Who Role and Organisation

Emma White Locality Manager, Skills For Care

Boo Dendy Business and Development Manager, Leading Lives

Kate Chate Parents of young person with learning disabilities

Susie Howlett Service Lead LD & Autism Specialist Service

Lynne Fulture Mencap

Apologies



Item 2.

Board Member 

Updates



Phil Robbins asked where can we 

talk about times when support 

and care haven't worked well for 

people and their families? 

Jill Knell asked should the board 

hear these cases directly? 

Or should they go to the right 

department first and then be 

shared with the board? 

Item 2. Board Member Updates

This is for any adult with care and 

support needs under the Care 

Act.

Jill Knell said the Safeguarding 

Adults Board do Safeguarding 

Adult Reviews and Lessons 

Learned Exercises. 

Family Carers

https://www.suffolksp.org.uk/
https://www.suffolksp.org.uk/


Jae Short updated the Board 

about his new role as a Self-

Advocacy Facilitator for people 

who are LGBTQ+, have learning 

disabilities, or are autistic. 

Jae Short will be starting groups in 

and around the Suffolk area to try 

and help more people. 

Item 2. Board Member Updates

Wendy Scott and Gareth Peters 

both said they would like to meet 

Jae to chat about his groups.

Andrea Clark asked if any board 

members have any contacts within 

their  organisations who could 

help Jae. They can email him at 

jae@aceanglia.com

Jae Short: Self-Advocacy Facilitator, Ace Anglia

mailto:jae@aceanglia.com


Alison Sadler said there is 

information we can learn from 

LeDeR Reviews.

Alison Sadler said how can we 

bring the information from LeDeR 

Reviews to the board.

Item 2. Board Member Updates

Alison Sadler: NHS Suffolk and North East Essex ICB

https://leder.nhs.uk/


x

Andrea Clark, asked the board, 

what their thoughts were about 

her role as chair. 

Would they want a change of 

chair? 

Or do they have any other ideas?

Item 2. Board Member Updates

They thought it was great to have 

someone from Ace Anglia as the 

chair because Ace is an 

independent organisation.

Board members agreed Andrea 

Clark should stay chair of the 

Partnership Board.

Andrea Clark: Partnership Board Chair & CEO of Ace Anglia



Chewy asked the board members 

if they wanted a face-to-face 

board meeting in September.

Board members agreed they 

would like a face-to-face meeting 

in September if a venue can be 

arranged.

Item 2. Board Member Updates

Chewy: Self-Advocacy and Coproduction Lead, Ace Anglia



Item 3.

My Voice Focus 

Group Update 

Nic Roper



Adult Social Care and Independence

In Adult Social Care, helping you to remain as independent as 

possible is important to us.

We want you to live an Ordinary Life.

This is a key part of our new strategy People at the Heart of 

Care and you will be looking at that this afternoon.



Å Great information & advice 

Å Telling you about other organisations that can help you - like 

voluntary organisations

Å A Short-Term Assessment Plan with Leading Lives

Examples of ways in which we can help you to be independent



Examples of ways in which we can help you to be independent

Å Giving you access to Travel Training

Å Helping you to find employment or volunteering

Å Home First offers you some reablement after an admission 

to a hospital



Examples of ways in which we can help you to be independent

Å If and when you do need to see a social work practitioner, 

we want this to happen as quickly as possible 

Å If you need a Care Act assessment or review, there may be 

parts of the process that you can do yourself - with support. 

For example, Supported Self Assessment

Å If your Care Act assessment recommends that you have a 

service to support you, then we may talk to you about a 

Direct Payment or Individual Service Fund

Å This gives you more choice and control over how your 

budget is spent



Helping you lead an ordinary life

We recently met with other councils nationally to talk about 

how they help people to live an Ordinary Life.

One council said they have an obsession with independence.

Whenever they see someone, they always ask the question 

òhow can we support you to be more independent and live an 

Ordinary Life?ó

Thatõs why we are here today- to hear your views and ideas 

around how we can do this together



My Voice Focus Group

Questions & Answers

Suffolk Learning Disability Strategy
My Voice Focus Group



What it means to be 
independent and what it 
looks like for each of us?  



Do my own housework 

Cook for myself 

See long lost friends 

It makes me feel proud

It helps my Mental Health

As long as I have the right support I can 

maintain independence

What it means to be independent and what it looks like for each of us?



Yes, I go out with my support 

provider and other people who 
use the service  

Self-Advocate

I can access the community 

with support  
Self-Advocate

I can go wherever I want at Papworth 

and Rushmere. I donõt go out at night 
as I donõt want to

Self-Advocate

Do my own housework 

Cook for myself 

See long lost friends 

What it means to be independent and what it looks like for each of us?

As long as I have the right support I can 



Stories from others who 
have become 
independent 



From my experience, small talk is 

important. Learning about boundaries 
when getting to know people

My care plan changed when I became 

more independent and my support hours 
were reduced 

I travel independently but bus 

times do effect this 

I moved into supported living in 

Ipswich after issues in Bury. Bad 
experiences turned into a second 
chance for independence 

Independence can give you 

a chance to have a family of 
your own

I am able to have a better connection 

with others as independence has 
given me confidence 

Stories from others who have become independent 



Need to feel safe in the community   

Self-Advocate

Easy Read transport training

Provider

From my experience, small talk is 

important. Learning about boundaries 
when getting to know people

My care plan changed when I became 

more independent and my support hours 
were reduced 

I travel independently but bus 

times do effect this 

Stories from others who have become independent 



Challenges we may face 
and strategies for 
overcoming them



Access to transport (More wheelchair 

spaces on buses/Information about what 
is there and how accessible it is) 

Person at the centre of the 

conversation (Listened to, talk to me 
not my support/Me at the centre of 
the conversation)

Being in a room with lots of different 

people (Listen)

When people donõt make 

reasonable adjustments (Phone 
ahead/State what you want/Needs 
and communication)

Making new friends (The right 

support/Different places/Doing things 
you enjoy)

More support and physical activity at the 

day centre (Having sessions on the days 
that I attend/More opportunities)

Challenges we may face and strategies for overcoming them



Self-Advocate

I struggle due to there not being 

regular buses  

Self-Advocate

Reasonable adjustments, 

Accessible information when 
you get to an activity  

Self-Advocate

Cost-effective transport (e.g. taxis)  

Person at the centre of the 

conversation (Listened to, talk to me 
not my support/Me at the centre of 
the conversation)

Being in a room with lots of different 

people (Listen)

Access to transport (More wheelchair 

spaces on buses/Information about what 
is there and how accessible it is) 

Challenges we may face and strategies for overcoming them



How Can Social care 
empower individuals to 
make decisions and set 

goals for themselves?



Giving service users more options and 

control in their lives 

Social worker clearly explaining why 

they are there 

If social worker doesnõt know 

information they can get answers from 
others and feedback to individuals in a 
follow up

To make decisions and goals for 

themselves with people at the 
heart of care

Clear and accessible information 

Taking outside circumstances (cost 

of living) seriously

How Can Social care empower individuals to make decisions and set goals for themselves?



Giving service users more options and 

control in their lives 

Social worker clearly explaining why 

they are there 

If social worker doesnõt know 

information they can get answers from 
others and feedback to individuals in a 
follow up

Follows the person wherever I 

live to enable consistency in 
the personõs life

Support that allows me to make my 

own choices

Some common ground and similar 

interests

How Can Social care empower individuals to make decisions and set goals for themselves?



What strategies can social 
care professionals use to 

promote independence and 

confidence in individuals?



Hearing and sight resources 

being utilised 

Empathise and understand 

Language barriers being addressed 

Self-Advocate

Self-Advocate

Follows the person wherever I 

live to enable consistency in 
the personõs life

Helps me access and enjoy 

activities of my choosing

Support that allows me to make my 

own choices

Flexibility to achieve a normal 

way of living

Some common ground and similar 

interests

Positive attitude

Family Carer

Listen to the voice of carers 

Understanding the importance of families 

and community, to ensure they are 
involved and used to promote active 
listening and a holistic approach.

Advocacy being advertised more 

What strategies can social care professionals use to promote independence and confidence in individuals?



Hearing and sight resources 

being utilised 

Empathise and understand 

Language barriers being addressed Helps me access and enjoy 

activities of my choosing

Flexibility to achieve a normal 

way of living

Positive attitude

Self-Advocate

Family Carer

Follows the person wherever I 

live to enable consistency in 
the personõs life

Support that allows me to make my 

own choices

Some common ground and similar 

interests

Family Carer

Self-Advocate

Self-Advocate Family Carer

What strategies can social care professionals use to promote independence and confidence in individuals?



How can social care 
empower individuals 

to make decisions 

and set goals? 



Person at the centre of the 

conversation (Listened to, talk to me 
not my support/Me at the centre of 
the conversation)

Being in a room with lots of different 

people (Listen)

Access to Transport (More wheelchair 

spaces on buses/Information about what 
is there and how accessible it is) 

Listen to me, not my support agency 

Always involve the person and 

the family when interviewing new 
support and providers.

Proper hand over to new social workers 

How can social care empower individuals to make decisions and set goals? 





Phil Robbins asked how can we 

make sure people with complex 

communication needs feel 

included and involved?

Andrea Clark said in the past, we 

have organised smaller, quieter 

meetings for people with complex 

needs. 

Item 3. My Voice Focus Group Update 

We will plan smaller meetings for 

people with complex needs 

throughout the year to make sure 

everyone is included.



Caron Ager said in Waveney, we've 

noticed a gap in speech therapy 

for people aged 18 and older.

Wendy Scott said speech and 

language therapy for people with 

learning disabilities is available for 

all ages through East Suffolk and 

North Essex NHS Foundation Trust.

Item 3. My Voice Focus Group Update 

Wendy Scott said Oliver 

McGowan training shows we 

need get it right when 

communicating with people with 

learning disabilities and autistic 

people.

If anyone has issues with speech 

and language therapy, please 

email Wendy.



Wendy Scott said Oliver McGowan 

training covers how important 

families and experts with 

experience are in understanding 

their communication.

Jill Knell said Total Communication 

should be used everywhere that 

supports people with complex 

communication needs.

Item 3. My Voice Focus Group Update 

Phil Robbins said Total 

Communication is very important 

for his son's communication 

needs, and his staff team uses it 

with him.

Total Communication should be 

part of the training for those 

providing care and support.



Andrea Clark said at ACE we are 

going to do some group 

development around harder to 

reach communities and how to 

engage and involve them.

Nic Roper said we have collected 

information from the My Voice 

Focus Group. I will update the 

board in three months on how we 

have used this information.

Item 3. My Voice Focus Group Update 

https://suffolkordinarylives.co.uk/strategy/my-voice/
https://suffolkordinarylives.co.uk/strategy/my-voice/


Item 4.

My Home Focus 

Group Update 



Can you access the 
community and services 

that you want?  



Sometimes we need a support 

worker with a car as there are 
limits on public transport 

Self-Advocate

Most of the time  

Self-Advocate

Yes, with my walker and the 

right support  
Self-Advocate

Iõm an independent person so yes, I 

already do  
Self-Advocate

It depends as I can access services in 

Stowmarket but Ipswich and Bury St 
Edmunds are a bit more difficult  

Self-Advocate

If I am feeling good I can but if I am 

unhappy I wonõt 
Self-Advocate

Can you access the community and services that you want?  



Yes, I go out with my support 

provider and other people who 
use the service  

Self-Advocate

I can access the community 

with support  
Self-Advocate

I can go wherever I want at Papworth 

and Rushmere. I donõt go out at night 
as I donõt want to

Self-Advocate

Sometimes we need a support 

worker with a car as there are 
limits on public transport 

Self-Advocate

Most of the time  

Self-Advocate

Yes, with my walker and the 

right support  
Self-Advocate

Can you access the community and services that you want?  

It depends as I can access services in 



Support staff that can drive   

Self-Advocate

Speak in a language that all ages can 

understand   
Provider

Travel training  

Provider

Yes, I go out with my support 

provider and other people who 
use the service  

Self-Advocate

I can access the community 

with support  
Self-Advocate

I can go wherever I want at Papworth 

and Rushmere. I donõt go out at night 
as I donõt want to

Self-Advocate

Can you access the community and services that you want?  

Advocate

Advocate

Advocate



Need to feel safe in the community   

Self-Advocate

Easy Read transport training

Provider

Support staff that can drive   

Self-Advocate

Speak in a language that all ages can 

understand   
Provider

Travel training  

Provider

Can you access the community and services that you want?  

I can go wherever I want at Papworth 

and Rushmere. I donõt go out at night 



Need to feel safe in the community   

Self-Advocate

Easy Read transport training

Provider

Can you access the community and services that you want?  

Speak in a language that all ages can 



Self-Advocate

Social care need to give funding for 

companions so that if I am unwell I 
donõt need to be on my own 

Self-Advocate

Unable to do this due to location 

and no transport  

Self-Advocate

More opportunities other than 

just day centres  

Self-Advocate

I want to go swimming but I canõt 

get there  

Self-Advocate

Yes, I can if itõs very near and I know my 

own way. If I want to get somewhere a 
bit earlier, I canõt get there on time as I 
can only use my bus pass after 09.30  

Self-Advocate

Lack of information about local events, 

opportunities and activities  

Can you access the community and services that you want?  



Self-Advocate

I struggle due to there not being 

regular buses  

Self-Advocate

Reasonable adjustments, 

Accessible information when 
you get to an activity  

Self-Advocate

Cost-effective transport (e.g. taxis)  

Self-Advocate

Social care need to give funding for 

companions so that if I am unwell I 
donõt need to be on my own 

Self-Advocate

Unable to do this due to location 

and no transport  

Self-Advocate

More opportunities other than 

just day centres  

Can you access the community and services that you want?  

Yes, I can if itõs very near and I know my 



Self-Advocate

No, I donõt as there is not enough 

funding to do the things that I 
would like to do  

Self-Advocate

No, as there are only buses at certain 

times where I live

Self-Advocate

I struggle due to there not being 

regular buses  

Self-Advocate

Reasonable adjustments, 

Accessible information when 
you get to an activity  

Self-Advocate

Cost-effective transport (e.g. taxis)  

Can you access the community and services that you want?  

Social care need to give funding for 



Self-Advocate

No, I donõt as there is not enough 

funding to do the things that I 
would like to do  

Self-Advocate

No, as there are only buses at certain 

times where I live

Can you access the community and services that you want?  



What does good support 
look like for me?



They need to be helpful. They need to 

be interested in me as good support 
goes a long way

Kind person. Good advice. 

Helps when asked

Self-Advocate

Self-Advocate

Self-Advocate

Help with money and a supporter 

who is able to drive my car to 
where I want to go

Self-Advocate

Helpful support so I can go out

Good listener and easy to get on with

Self-Advocate

Someone who reminds me to do 

things. They also need to give me 
time and not rush me to do things

Self-Advocate

What does good support look like for me?



Self-Advocate

Meet my needs. I need support 

who understand my emotional 
needs and can help keep me safe

Self-Advocate

Support staff need to be fun

Self-Advocate

Helpful, fun, understanding and caring

What does good support look like for me?



Self-Advocate

Help with money and a supporter 

who is able to drive my car to 
where I want to go

Self-Advocate

They need to be helpful. They need to 

be interested in me as good support 
goes a long way

Self-Advocate

Kind person. Good advice. 

Helps when asked

What does good support look like for me?



Self-Advocate

Good support to me is about having 

things explained to me and for me to 
have someone with me to help with 
misunderstandings and social situations

Self-Advocate

They need to be able to help me with 

money. They would need to listen to 
my wants, needs and wishes

They fit around me when I need 

support. They need to make sure they 
tell me when there are any changes 
going to happen

Self-Advocate

Self-Advocate

Supporting me with food. 

Supporting me to go out in 
the community

Self-Advocate

Need to help explain things about 

housing and doing things with me 

Someone who understands me and 

treats me with respect

Self-Advocate

I need to feel comfortable and 

need to get on well with the 
support workers

My current support workers 

come to appointments with me 
and help me with money issues

What does good support look like for me?



Provider

Self-Advocate

Good support to me is about having 

things explained to me and for me to 
have someone with me to help with 
misunderstandings and social situations

Self-Advocate

They need to be able to help me with 

money. They would need to listen to 
my wants, needs and wishes

They fit around me when I need 

support. They need to make sure they 
tell me when there are any changes 
going to happen

Self-Advocate

Self-Advocate

Self-Advocate

I need to feel comfortable and 

need to get on well with the 
support workers

My current support workers 

come to appointments with me 
and help me with money issues

Respects your property

Self-Advocate

Respects your rights to 

make decisions

Follows the person wherever I 

live to enable consistency in 
the personõs life

Understands me Support that allows me to make my 

own choices

Person-centred support Some common ground and similar 

interests

Self-Advocate

Self-Advocate

What does good support look like for me?



Self-Advocate

Understands me

Provider

Person-centred support

Respects your rights to 

make decisions

Self-Advocate

Self-Advocate

Self-Advocate

Follows the person wherever I 

live to enable consistency in 
the personõs life

Helps me access and enjoy 

activities of my choosing

Support that allows me to make my 

own choices

Flexibility to achieve a normal 

way of living

Some common ground and similar 

interests

Positive attitude

Family Carer

Self-Advocate

Self-Advocate

I need to feel comfortable and 

need to get on well with the 
support workers

My current support workers 

come to appointments with me 
and help me with money issues

Respects your property

Self-Advocate

What does good support look like for me?



Self-Advocate

Understands me

Provider

Person-centred support

Respects your rights to 

make decisions

Self-Advocate

Helps me access and enjoy 

activities of my choosing

Flexibility to achieve a normal 

way of living

Positive attitude

Self-Advocate

Family Carer

Follows the person wherever I 

live to enable consistency in 
the personõs life

Support that allows me to make my 

own choices

Some common ground and similar 

interests

Family Carer

Self-Advocate

Self-Advocate Family Carer

What does good support look like for me?



Follows the person wherever I 

live to enable consistency in 
the personõs life

Support that allows me to make my 

own choices

Some common ground and similar 

interests

Family Carer

Self-Advocate

Self-Advocate

Helps me access and enjoy 

activities of my choosing

Self-Advocate

Flexibility to achieve a normal 

way of living

Family Carer

Positive attitude

Family Carer

What does good support look like for me?



Helps me access and enjoy 

activities of my choosing

Self-Advocate

Flexibility to achieve a normal 

way of living

Family Carer

Positive attitude

Family Carer

Personalized and holistic Time effective and there when I 

need them

Support me with an opportunity to use 

technology as part of my support

Consistent, flexible for the person 

and provider. Support when I want it 
(Home and Community)

Kind, friendly, reliable, sense of humour Person

enabling, compatible, honest

Family Carer

Family Carer

Family Carer

Understanding of my needs and 

support me with choice and control

Provider

Support to enable independence and 

empowerment

Provider

Good training of support 

worker, car driver. 
Understand boundaries

Family Carer

What does good support look like for me?



Time effective and there when I 

need them

Consistent, flexible for the person 

and provider. Support when I want it 
(Home and Community)

Person-centred, professional, 

enabling, compatible, honest

Self-Advocate

Provider

Personalized and holistic

Family Carer

Support me with an opportunity to use 

technology as part of my support

Family Carer

Kind, friendly, reliable, sense of humour

Family Carer
Provider

Understanding of my needs and 

support me with choice and control

Provider

Support to enable independence and 

empowerment

Provider

Good training of support 

worker, car driver. 
Understand boundaries

Family Carer

What does good support look like for me?



Personalized and holistic

Family Carer

Support me with an opportunity to use 

technology as part of my support

Family Carer

Kind, friendly, reliable, sense of humour

Family Carer

Time effective and there when I 

need them

Consistent, flexible for the person 

and provider. Support when I want it 
(Home and Community)

Person-centred, professional, 

enabling, compatible, honest

Self-Advocate

Provider

Provider

Support to enable independence and 

What does good support look like for me?



Time effective and there when I 

need them

Consistent, flexible for the person 

and provider. Support when I want it 
(Home and Community)

Person-centred, professional, 

enabling, compatible, honest

Self-Advocate

Provider

Provider

Brilliant communicator at my 

own pace. BSL/Makaton

Provider

Supports me in my home

Self-Advocate

Able to support me to 

prepare or cook meals

Self-Advocate

What does good support look like for me?



Brilliant communicator at my 

own pace. BSL/Makaton

Provider

Supports me in my home

Self-Advocate

Able to support me to 

prepare or cook meals

Self-Advocate

and provider. Support when I want it 

What does good support look like for me?



Self-Advocate

Self-Advocate

In a calm way and no being pushed 

around. No rules in my home

They need to be able to listen and 

not boss me about

What does good support look like for me?



What is a good home for me?



No stairs. A safe and warm house. A 

nice outdoor space

A good home to me is a place 

that is clean and tidy and you 
can appreciate that itõs yours

A place where I am understood

Self-Advocate

Self-Advocate

Self-Advocate

A place where I feel independent

Making things around me easier. 

Having a shared house with friends

Warm. Inviting. A brilliant location. 

Near public transport and a walk 
away from town, with access to 
mental health support

Self-Advocate

Self-Advocate

Self-Advocate

What is a good home for me?



Good support

Good staff that care

Having my own bedroom, so I feel 

safe and happy

Self-Advocate

Self-Advocate

Self-Advocate

No stairs. A safe and warm house. A 

nice outdoor space

A good home to me is a place 

that is clean and tidy and you 
can appreciate that itõs yours

A place where I am understood

Self-Advocate

Self-Advocate

Self-Advocate

What is a good home for me?



Self-Advocate

Self-Advocate

Self-Advocate

Safe, good location and living with 

people that I like

I would like to live with who I want to

Clean, tidy, friendly, happy and safe

Self-Advocate

Self-Advocate

Self-Advocate

I can have my cat. I feel safe. Choice 

about who I live with. Being close to 
regular bus services

Safe place to live. Clean. My own 

place and able to share with 
partner if I have one

My own space

Good support

Good staff that care

Having my own bedroom, so I feel 

safe and happy

Self-Advocate

Self-Advocate

Self-Advocate

A place where I feel safe, where I can 

have pets. Regular busses, nice 
garden, choice of who I live with

My Mum Sheila is important to me 

because she is supportive. I need to 
be near mum

Somewhere that I feel safe and can 

do what I want, when I want. For 
example, hobbies and interests like 
gaming and Yoshio 

What is a good home for me?



I can have my cat. I feel safe. Choice 

about who I live with. Being close to 
regular bus services

Safe place to live. Clean. My own 

place and able to share with 
partner if I have one

My own space

Self-Advocate

Self-Advocate

Self-Advocate

Self-Advocate

Self-Advocate

Self-Advocate

Safe, good location and living with 

people that I like

I would like to live with who I want to

Clean, tidy, friendly, happy and safe

What is a good home for me?



Self-Advocate

Self-Advocate

Self-Advocate

A place where I feel safe, where I can 

have pets. Regular busses, nice 
garden, choice of who I live with

My Mum Sheila is important to me 

because she is supportive. I need to 
be near mum

Somewhere that I feel safe and can 

do what I want, when I want. For 
example, hobbies and interests like 
gaming and Yoshio 

I can have my cat. I feel safe. Choice 

about who I live with. Being close to 
regular bus services

Safe place to live. Clean. My own 

place and able to share with 
partner if I have one

My own space

Self-Advocate

Self-Advocate

Self-Advocate

What is a good home for me?



Organised and friendly. I like things to 

be organised so I donõt have to worry

Quiet and enough space for my things

I already like where I live

Self-Advocate

Self-Advocate

Self-Advocate

Self-Advocate

Self-Advocate

Self-Advocate

A place where I feel safe, where I can 

have pets. Regular busses, nice 
garden, choice of who I live with

My Mum Sheila is important to me 

because she is supportive. I need to 
be near mum

Somewhere that I feel safe and can 

do what I want, when I want. For 
example, hobbies and interests like 
gaming and Yoshio 

I can have my cat. I feel safe. Choice 

What is a good home for me?



Where my heart is 

Affordable. Accessible

I like my own bedroom. I need 

support to wash my back. I need 
carers to cook for me, I would like 

to learn to cook for myself

Self-Advocate

Self-Advocate

Provider

Organised and friendly. I like things to 

be organised so I donõt have to worry

Quiet and enough space for my things

I already like where I live

Self-Advocate

Self-Advocate

Self-Advocate

A place where I feel safe, where I can 

What is a good home for me?



Somewhere safe and private

I want to have a home where I can 

have pets as they help with my 
mental health

A good home would be a place 

where everyone is friendly 

Self-Advocate

Self-Advocate

Provider

Organised and friendly. I like things to 

Quiet and enough space for my things

Where my heart is 

Affordable. Accessible

I like my own bedroom. I need 

support to wash my back. I need 
carers to cook for me, I would like 

to learn to cook for myself

Self-Advocate

Self-Advocate

Provider

What is a good home for me?



Self-Advocate

Self-Advocate

Provider

I feel homely and comfortable 

with no stairs

Smart (Tech) environment, with the 

correct support to understand how 
to use tech

A private place

Somewhere safe and private

I want to have a home where I can 

have pets as they help with my 
mental health

A good home would be a place 

where everyone is friendly 

Self-Advocate

Self-Advocate

Provider

Advocate

Advocate

What is a good home for me?



Close to my family

Comfortable, safe, warm, affordable

Where I can have pets

Self-Advocate

Self-Advocate

Family Carer

Self-Advocate

Self-Advocate

Provider

I feel homely and comfortable 

with no stairs

Smart (Tech) environment, with the 

correct support to understand how 
to use tech

A private place

I want to have a home where I can 

What is a good home for me?



Close to my family

Comfortable, safe, warm, affordable

Where I can have pets

Self-Advocate

Self-Advocate

Family Carer

Accessible for my needs

Homely and personalised

Where I can enjoy the things that 

belong to me
Self-Advocate

Self-Advocate

Family Carer

What is a good home for me?



Family Carer

Self-Advocate

Self-Advocate

A really good internet connection

Near the shops, doctors, chemist 

and pub

Close to activities and transport

Accessible for my needs

Homely and personalised

Where I can enjoy the things that 

belong to me
Self-Advocate

Self-Advocate

Family Carer

Family Carer

Self-Advocate

Family Carer

My own bathroom A choice of where people choose to live

A home with no workplace signs, just 

like any other home

With my friends

Location is really important Choice of having your voice heard and 

option to try different accommodation 
before signing tenancies

Comfortable, safe, warm, affordable

What is a good home for me?



My own bathroom

A home with no workplace signs, just 

like any other home

Location is really important

Family Carer

Self-Advocate

Family Carer

Family Carer

Self-Advocate

Self-Advocate

A really good internet connection

Near the shops, doctors, chemist 

and pub

Close to activities and transport

What is a good home for me?



A choice of where people choose to live

With my friends

Choice of having your voice heard and 

option to try different accommodation 
before signing tenancies

Self-Advocate

Provider

Self-Advocate

My own bathroom

A home with no workplace signs, just 

like any other home

Location is really important

Family Carer

Self-Advocate

Family Carer

What is a good home for me?



A choice of where people choose to live

With my friends

Choice of having your voice heard and 

option to try different accommodation 
before signing tenancies

Self-Advocate

Provider

Self-Advocate

Self-Advocate

Provider

Provider

Close to transport links

Individualized to the person

A choice of technology to enable 

people to thrive and to be included

A home with no workplace signs, just 

What is a good home for me?



Self-Advocate

Provider

Provider

Close to transport links

Individualized to the person

A choice of technology to enable 

people to thrive and to be included

A choice of where people choose to live

Choice of having your voice heard and 

What is a good home for me?



Self-Advocate

Self-Advocate

Self-Advocate

Itõs noisy where I live and people 

who live there scream and grab my 
arm, this does not make me happy

One that feels like a home and not 

a place of work

Being supported correctly

What is a good home for me?



Andrea Clark asked when we have 

done questions at focus groups, 

where do they go and what do we 

do with them?

We need to show a transparent 

route of where the information 

goes and where it fits in and 

makes a difference. 

Item 4. My Home Focus Group Update 

¢ƘŜǎŜ ŀǊŜƴΩǘ ƴŜǿ ǘƘƛƴƎǎΣ ōǳǘ ǿŜ 

need to be aware of them.

Own Front Door Policy would be a 

good thing.

Andrew Regent said the feedback 

reflects the themes of 

connectivity, family, own space 

and choices.

?



Nic Roper said the My Home and 

My Voice feedback will all be fed 

into the independent lives 

programme.

We have projects happening this 

year and next year and the 

feedback will shape them.

Item 4. My Home Focus Group Update 

Jill Knell said the feedback needs 

to be broken down to see who 

needs to look at certain issues.

Using feedback to shape projects 

is why we work together in 

coproduction.

https://suffolkordinarylives.co.uk/strategy/my-home/
https://suffolkordinarylives.co.uk/strategy/my-voice/


Gareth Peters asked what is a real 

tenancy test?

Andrew Regent said if you look 

under the National Development 

Team for Inclusion there was a 

piece of work done a number of 

years ago.

Item 4. My Home Focus Group Update 

https://www.ndti.org.uk/resources/the-real-tenancy-test1
https://www.ndti.org.uk/resources/the-real-tenancy-test1
https://www.ndti.org.uk/resources/the-real-tenancy-test1
https://www.ndti.org.uk/resources/the-real-tenancy-test1


Item 5.

The Quality 

Improvement 

Programme

Wendy Scott



Background and context

Å Learning Disability friendly GP practice pilot (Suffolk)

Å Learning Disability Annual health check patient experience questionnaire (Suffolk and 

North East Essex)

Å Learning Disability Register Deep Dive and Decision Support Tool for Physical Health 

(Suffolk)

Å5ƻƴΩǘ Ƴƛǎǎ ƻǳǘ ǇƻǎǘŜǊ ŀƴŘ vw ōƻƻƪƭŜǘǎ ό{ǳŦŦƻƭƪ ŀƴŘ bƻǊǘƘ 9ŀǎǘ 9ǎǎŜȄύ

Å Social Prescribing project and Personal Health Budget pilot (Suffolk)

Å Learning Disability Pre Health Check Questionnaire and Health Action Plan (Suffolk and 

North East Essex)

Å Learning Disability Annual health check video (Suffolk and North East Essex)



Learning Disability 

friendly GP practice 

pilot (Suffolk)



Learning Disability Friendly GP practice pilot (Suffolk)

Å The Learning Disability friendly GP practice pilot has 

brought together the ICB. NSFT Learning Disability Liaison 

Team, 3 GP practices in Suffolk and peer educators 

supported by ACE Anglia to co-produce and implement a 

Learning Disability friendly kitemark

Å Aim was to encourage and develop Learning Disability 

friendly practices in Suffolk and create a gold standard 

award

Å Ace Anglia employed and trained Peer Educators as quality 

checkers



Learning Disability Friendly GP practice pilot (Suffolk)

Å Peer Educators visited pilot practices, asked a set questions 

at each to quality check the surgery and worked in 

collaboration with each surgery to find out which areas 

require improvement and praise good practice

Å NSFT Learning Disability Liaison Nurses aligned to the 3 

practices worked closely with the GP practices and peer 

educators to complete assessments as per co-produced 

checklist



Learning Disability Friendly GP practice pilot (Suffolk)

The following resources have been co-produced:

Å Suffolk Learning Disability Friendly GP Practice Award 

Checklist Easy Read and Liaison Nurse Audit Tool

Å Kite mark poster easy read

Å Your Learning Disability Annual Health Check Journey easy 

read

Å Easy read Patient Feedback Form

Å Easy read Health Action Plan

Å Kitemark Logo

How wel l is the GP 

prac tic e do ing at  

pe rforming an nual 

hea lth check s?

How wel l are 

we  doing at 

arran gin g for 

an d suppo rting 

the uptake of 

follow up 

ac tions? How wel l are we 

do ing at  pu tting 

reasonable 

adj ustments in 

plac e for an nual 

hea lth check s?

How wel l are 

we  doing at 

arran gin g for 

pe ople  to 

at tend their 

an nual healt h 

check ?

How wel l are 

yo u do ing at  

ide ntify ing 

pat ients with 

a learning 

disabilit y?

ha s achieved the  

Learning  Disability 

Friendly Pract ice 

Kite Mark Award 

foré

 
1 

 
 

Your learning 

disability annual 

health check journe y  

Translated into easy read by  

Ace Ang lia : info@acea ng lia .com  
 

 
 

Learning disability 

annual health check 

patient feedback    

Translated into easy read by  

Ace  Ang lia : info @ace ang lia .co m 



Learning Disability Friendly GP practice pilot (Suffolk)

Practices will need to meet the following criteria in order to 

achieve the kitemark:

Å How well is the GP practice doing at performing annual 

health checks?

Å How well is the GP practice doing at identifying patients 

with a learning disability?

Å How well is the GP practice doing at arranging for people 

to attend their annual health check?

Å How well is the GP practice doing at putting reasonable 

adjustments in place for annual health checks?

Å How well is the GP practice doing at arranging for and 

supporting the uptake of follow up actions?



Learning Disability Friendly GP practice pilot (Suffolk)

Å Pilot practices are now completing final assessments with 

their aligned LD Liaison Nurse

Å Aim is to meet in May and sign off process and 

documentation.

Å Award kitemark to pilot practices mid May/early June with 

publicity in local media

Å Promote the pilot and open the offer for other GP practices 

in Suffolk to work towards

Å LD Friendly kitemark



Learning Disability 

Annual health check 

patient experience 

questionnaire (Suffolk 

and North East Essex)



Learning Disability Annual health check patient experience 

questionnaire (Suffolk and North East Essex)

Å The SNEE ICS has been working in co-production to 

develop a questionnaire for people to complete after 

receiving their learning disability annual health check. 

Å A questionnaire will also be available for carers caring for 

or

Å supporting someone with a learning disability

ÅIƻǎǘŜŘ ƻƴ ǘƘŜ Ψ[ŜǘΩǎ ǘŀƭƪ {b99Ω ǇƭŀǘŦƻǊƳΦ [Ŝǘϥǎ ¢ŀƭƪ {b99

Å The link to the questionnaires will be sent out by GP 

practices to share with people once they have attended 

their annual health check.



Learning Disability Annual health check patient experience 

questionnaire (Suffolk and North East Essex)

Å Hard copies will be made available to those who cannot 

ǳǎŜ ǘŜŎƘƴƻƭƻƎȅ ƻǊ ŘƻƴΩǘ ƘŀǾŜ ŀŎŎŜǎǎ ǘƻ ǘŜŎƘƴƻƭƻƎȅ

Å Support across SNEE system has been identified for anyone 

who may need help completing a questionnaire

Å The questionnaires will be available throughout 2024/25 to 

enable capturing the experiences of as many people as 

possible



Aim of the Learning Disability Annual health check patient 

experience questionnaire (Suffolk and North East Essex)

V¢ƻ ǳƴŘŜǊǎǘŀƴŘ ǇŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ƻŦ ƘŀǾƛƴƎ

V To be able to understand if the Learning Disability annual 

health check meets the needs of people with a Learning 

disability.

V To understand whether people are being offered a Health 

Action Plan

V To provide information for the NHS to understand what 

people need when people attend their annual health 

check.

V To be able to share positive experiences to encourage 

others to attend.

V To support the digital inclusion of those who may not have 

access to digital technology



Learning Disability Annual health check patient experience 

questionnaire (Suffolk and North East Essex)

ÅWe will share the findings across the SNEE ICS to help 

improve annual health checks.

Å Having people talk about their experiences, will provide 

evidence to influence change and inform improving 

services.

ÅWe are aiming to capture the quantitative and qualitative 

information and feed into the ICB Learning Disability and 

Autism and the Special Educational needs and disabilities 

(SEND) dashboard for quarterly reporting through 

governance

Å Launch mid/end of May 2024



Learning Disability 

Register Deep Dive 

and Decision Support 

Tool for Physical 

Health (Suffolk)



Learning Disability Register Deep Dive and Decision Support Tool for 

Physical Health (Suffolk)

Å NHSE funding enabled recruitment of an Assistant 

Psychologist in the NSFT Learning Disability Liaison Team

Å Project group established with NSFT, ICB and ACE Anglia

ÅWith consent from GP practices, the Assistant Psychologist 

had access to the Learning Disability registers

Å Data collection ς Annual Health Check, Health Action Plans, 

Ethnicity, screening uptake, long-term conditions, 

screening and vaccination uptake



Å Across Suffolk, all 59 GP practices were invited by email to 

take part in the Deep Dive project.

Å 59.3%indicated their consent to take part in this project, by 

ǊŜǎǇƻƴŘƛƴƎ ΨȅŜǎΩ ǘƻ ǘƘŜ ƛƴǾƛǘŀǘƛƻƴΣ ŀƴŘ ǎƘŀǊƛƴƎ ŀŎŎŜǎǎ ǘƻ 

their Learning Disability register.

Å Evaluation report now being finalised

Å NSFT now having fortnightly Action & Outcome meeting 

initially focused on those not attending for Annual Health 

/ƘŜŎƪ ϧ ƭƻƻƪƛƴƎ ŀǘ 5b!κ/twΩǎ ǊŜŎƻǊŘŜŘ

Å Next phase - Development of a Decision Support Tool for 

Physical Health

Learning Disability Register Deep Dive and Decision Support Tool for 

Physical Health (Suffolk)



Peer Educator Annual 

Health Check 

workshops (Suffolk)



Peer Educator Annual Health Check workshops (Suffolk)

Å This programme has been running for 6 years.

Å Is a supported employment scheme for adults who have a 

learning disability and autistic people.

Å Peer Educators deliver the Annual Health Check Workshops 

to individuals, 14+ with a Learning disability (diagnosis or 

suspected), family carers, support workers, and health 

professionals



Peer Educator Annual Health Check workshops (Suffolk)

Å The aim is to promote the importance of a health check, 

increase the number of people on the LD register, help 

people feel more confident to go to their check, and for 

people to know what a good health check is and be more 

aware of their health.

Å The main care providers, including Leading Lives, Papworth 

Trust, CEPHAS, Mencap and Suffolk Care Farms, have taken 

up annual health check workshops.

Å Focus has been on working with young people 14+ who are 

eligible for an Annual health check - engaging with schools 

and Colleges



Donõt miss out poster 

and QR booklets 

(Suffolk and North 

East Essex)



Donõt Miss Out poster and QR booklets (Suffolk and North East Essex)

Å5ƻƴΩǘ aƛǎǎ hǳǘ tƻǎǘŜǊ Ƙŀǎ ōŜŜƴ Ŏƻ-produced across SNEE 

to promote AHCs and HAPs and a QR code booklet to assist 

people in understanding information related to Annual 

Health Checks.

Å These QR codes direct people to Ace Anglia's website and 

social media platforms, where they can find the easy read 

resources on the subject.

Å The poster has been distributed across the SNEE ICS 

including GP practices, hospitals, Libraries, Supermarkets, 

social media and websites.



Social Prescribing 

project and Personal 

Health Budget pilot 

(Suffolk)



Social Prescribing project and Personal Health Budget pilot (Suffolk)

Å ICB, ACE Anglia, ShawTrust and Citizens Advice (2 social 

prescribing providers) came together

Å Test how social prescribing and Personal Health Budgets 

can be used to improve the health and wellbeing of people 

with a learning disability

Å ACE Anglia held Teams meetings with social prescribers and 

care co-ordinators to coproduce what the training offer 

could include.

Å Flinga sessions with social prescribers took place to ask 

about content and find out what they wanted to get out of 

the training.



Social Prescribing project and Personal Health Budget pilot (Suffolk)

Å 4 training workshops were developed

Å Identified what resources social prescribers would need 

and what people with a learning disability would need

Å Sessions took place to coproduce the content

Å Resources were shared with delegates after each session

Å Easy read template co-produced with social prescribing 

team

Å Easy read leaflet: What, Who, How

Å PHB Pilot underway with Ipswich PCN



Learning Disability Pre 

Health Check 

Questionnaire and 

Health Action Plan 

(Suffolk and North 

East Essex)



Pre Health Check Questionnaire (Suffolk and North East Essex)

Å The Pre Health Check Questionnaire is completed by 

people with a learning disability prior to their annual 

health check

ÅLǘ ŎŀǇǘǳǊŜǎ ŀ ǿŜŀƭǘƘ ƻŦ ƛƴŦƻǊƳŀǘƛƻƴ ŀōƻǳǘ ǘƘŜ ǇŜǊǎƻƴΩǎ 

health and wellbeing

Å A review of this document is underway across Suffolk and 

North East Essex and Norfolk & Waveney colleagues are 

involved.



Pre Health Check Questionnaire (Suffolk and North East Essex)

The changes to the questionnaire were:

Å Aligning it with the GP practice clinical system annual 

health check template

Å My Communication and reasonable adjustments section at 

the front of the document

Å New topics added - ReSPECT and new Health Action Plan

Å People will be encouraged to keep this document and use 

at subsequent annual health check appointments

Å This will be available to GP



Health Action Plan (Suffolk and North East Essex)

Å Through the Learning Disability Friendly GP practice pilot, 

the Health Action Plan has been reviewed and co-produced 

with GPs and people with lived experience supported by 

ACE Anglia

Å This is now included on the back of the pre-health check 

questionnaire

ÅWill be available to all GP practices

Å GP practices will be encouraged to complete this with the 

person, their carer/family member/support worker. With a 

copy given to the person.



Learning Disability 

Annual Health Check 

Video (Suffolk and 

North East Essex)



Learning Disability Annual Health Check 
Video

Scan the QR code or go to:
https://bit.ly/AnnualHealthCheckVideo

https://bit.ly/AnnualHealthCheckVideo


Andrea Clark said all the resources 

that Wendy has talked about are 

available www.aceanglia.com

and 

suffolkordinarylives.co.uk

Jill Knell said she had some 

doctors tell her they keep the 

Pre-Health Check Questionnaire 

and others tell her she keep it.

Item 5. The Quality Improvement Programme

Wendy Scott said we need to get 

a feel of what people and doctors 

understand about what people 

want by asking them.

Alison Sadler said this is why we 

are doing a survey as people have 

different experiences.

http://www.aceanglia.com/
suffolkordinarylives.co.uk


Item 6.

Up and Coming 

Events 



Item 7.

Any other business



Action Date Organiser Status

16/05/24 Chewy

16/05/24 Nic Roper

Contact Endeavour House about 

availability for next partnership 

board in September

-

Action Plan
Not Started

In Progress

Completed

Who do we talk about bus pass 

policy in council and invite to 

future board meeting


