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The North East and North Cumbria 
Working Together Strategy is a plan 
that says that people with a learning 
disability, autistic people, and their 
families should be equal partners in 
planning good support and services. 
It says that people are important in 
decision making and that people should 
be listened to and included right from 
the start. 

It is from the Working Together Strategy 
that the Citizenship Project was borne, 
funded by the North East and North 
Cumbria Integrated Care Board (ICB). 
For more information about who the 
ICB are and what they do, please see 
the Appendix. 

The goal of the Citizenship Project was 
to make sure that people who live in 
the North East and North Cumbria can 
have a voice and be involved. We know 
that not all areas have existing self-
advocacy groups, parent carer forums, 
or family networks, which can make it 
harder for people to be involved and be 
heard. 

We wanted to make sure that people 
can have their say, no matter where 
they live. 

We recruited a team of people to deliver 
this project, including a Project Worker 
and four people with lived experience 
(an autistic person, two family carers, 
and a person with a learning disability). 
Most of the work was based around 
the principles of The Seven Keys to 
Citizenship by Simon Duffy and Wendy 
Perez. More information about the 
Keys to Citizenship, and our Citizenship 
Team, can be found below. 

As the funding for this project is now 
ending, this report summarises the 
work that has been done, the outcomes 
and learning from this work, and key 
recommendations. This project ran 
from 7th September 2021 to 30th  
June 2024 (2 years and 9 months).

Introduction

“Every voice matters in shaping the future of “Every voice matters in shaping the future of 
health and care. It is crucial to listen to and health and care. It is crucial to listen to and 
include individuals with learning disabilities, include individuals with learning disabilities, 

autistic people, and their families in decision-autistic people, and their families in decision-
making processes to create truly inclusive making processes to create truly inclusive 

and effective care and support services. The and effective care and support services. The 
Citizenship Project at Inclusion North, funded Citizenship Project at Inclusion North, funded 

to promote citizenship and amplify diverse to promote citizenship and amplify diverse 
voices across the North East and North voices across the North East and North 

Cumbria, has been invaluable in ensuring that Cumbria, has been invaluable in ensuring that 
every individual’s perspective is heard and every individual’s perspective is heard and 

valued. I am committed that we continue to valued. I am committed that we continue to 
champion inclusivity and empower all voices in champion inclusivity and empower all voices in 

healthcare decision-making.”healthcare decision-making.”

- Levi Buckley  
(Executive Area Director- North East and North 

Cumbria ICB and Chair of the Mental Health, 
Learning Disabilities, and autism Sub Committee)
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Frank LyfordFrank Lyford

I enjoy: I enjoy: Keeping up with current affairs, travelling, meeting people, sports, and 
walking. 

Some of my experience is: Some of my experience is: Being a Chair for meetings, being part of the core team 
for a self-advocacy organisation, being in a video talking about my experiences of 
living independently. 

Some of the things I am good at are:Some of the things I am good at are: Working with people, problem solving, 
planning events, having the confidence to speak up in meetings.  

My special focus in the citizenship work was: My special focus in the citizenship work was: Autism and people from the LGBTQI+ 
community.

Shaun RidleyShaun Ridley

I enjoy:I enjoy: Gardening, woodwork, being outdoors, football, music and DJing. 

Some of my experience is:Some of my experience is: Being on the board of directors for a self-advocacy 
organisation, being a mentor, being on an interview panel. 

Some of the things I am good at are: Some of the things I am good at are: Communication, helping others to speak up 
and have confidence, sharing my lived experience.   

My special focus in the citizenship work was: My special focus in the citizenship work was: Learning disability.

Michelle CadbyMichelle Cadby

I enjoy:I enjoy: Good food with friends, woodland walks, gardening, playing the Ukulele.  

Some of my experience is: Some of my experience is: I have worked in the voluntary sector for 17 years. I am a 
counsellor. 

Some of the things I am good at are: Some of the things I am good at are: Making complex things simple, putting people 
at ease, problem solving in creative ways, listening and being empathetic.  

My special focus in the citizenship work was:My special focus in the citizenship work was: Supporting the team and overseeing 
the work. 

Meet the Citizenship Team 
Nargis BegumNargis Begum

I enjoy: I enjoy: Makeup, eating out and trying new foods, going to the cinema, spending 
time with my son. 

Some of my experience is: Some of my experience is: Being the parent of an autistic person, volunteering as a 
befriender with elderly people, being a qualified interpreter. 

Some of the things I am good at are:Some of the things I am good at are: Working as a team, good communication 
skills, showing data using spreadsheets, coming up with good ideas.   

My special focus in the citizenship work was: My special focus in the citizenship work was: Family carers and people from Black, 
Asian, and Minority Ethnic communities. 

Terry RutherfordTerry Rutherford

I enjoy: I enjoy: Travelling, meeting people, helping others, raising awareness, photography, 
and digital editing.  

Some of my experience is:Some of my experience is: Being the parent of two autistic sons, being a member 
of the Advisory Council for Inclusion North, being an expert advisor of Care and 
Treatment Reviews. 

Some of the things I am good at are: Some of the things I am good at are: Parental and family support, sensory needs 
awareness, media, and communications.   

My special focus in the citizenship work was:My special focus in the citizenship work was: Autistic people, family carers, older 
people, schools, community groups, helping to create Easy Read materials and 
Power Point presentations.
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What are the Seven Keys to Citizenship? What we Did

Citizenship is about everyone having a good life. The Seven Keys to Citizenship are a 
model that Simon Duffy developed to set out the key elements of citizenship. Simon 
Duffy worked with Wendy Perez to make an accessible version of this model, so that 
people with a learning disability can use it to help them make choices and plans for 
their life. 

The  
Seven Keys to 

Citizenship are:
Purpose:Purpose: having goals 

and setting the direction 
of your own life.

Home:Home:  having a place 
where you belong. 

Love: Love: finding friendship, 
love, and family. 

Money: Money: having enough  
to live on. 

Life: Life: getting stuck in and 
making a difference. 

Freedom:Freedom:  being in 
control of your own life. 

Help: Help: getting good help 
from other people.

You can also watch a video about citizenship called ‘We Are All Citizens’ (2019) this 
was made in partnership with Sunderland People First, NHS England, and Inclusion 
North, as part of the Government's Transforming Care agenda.

https://www.youtube.com/watch?v=ai5xcEMV2gghttps://www.youtube.com/watch?v=ai5xcEMV2gg

For more information 
about the Seven Keys for 
Citizenship and how they 
were developed, you can 
visit the Citizen Network 
Website:  https://citizen-https://citizen-

network.org/library/keys-network.org/library/keys-
to-citizenship2.htmlto-citizenship2.html

Steering GroupSteering Group

In 2022, the team set up and 
established a steering group made 
up of experts by experience and 
professionals. The steering group 
met around 4 times a year and have 
been vital in shaping and guiding the 
development and delivery of the work 
throughout the full lifetime of the 
project, by sharing their experiences 
and providing support and guidance.  
 
Members have included:Members have included:

•	 Autistic people, people with a 
learning disability, family carers

•	 Senior professionals from NHS 
England and Health Education 
England

•	 Senior professionals from voluntary 
sector organisations such as People 
First. 

Input from the steering group has Input from the steering group has 
included:included:

•	 Support to connect with schools and 
further education colleges. 

•	 Support with planning and delivering 
events. 

•	 Evaluating findings from 
consultation, asking questions, and 
suggesting more things to explore. 

•	 Providing support with challenges 
and barriers and suggesting viable 
solutions. 

One of our expert-by-experience 
Steering Group members shared some 
thoughts with us about why he had 
enjoyed being a part of the work. He 
said;

Quality of Life and Support ConsultationQuality of Life and Support Consultation

In 2022, the ICB asked the team to 
find out what autistic people, people 
with a learning disability, and their 
families, think about their quality of life 
and support. The ICB wanted to know, 
what was working well, what was not 
working well, and what could make 
things better. 

The team made sure they could 
understand and explain what ‘quality 
of life’ means, using the Keys of 
Citizenship to help them. They created 
an information sheet about the 
research, developed a set of questions 
and evaluated the questions with some 
expert groups. Once the final questions 
were agreed, they used an online 
questionnaire to collect responses 
from autistic people, people with a 
learning disability and family carers 
living in the North East and Cumbria. 

Meeting new people, getting 
involved, and getting my voice 

heard. It’s a good experience to 
represent people with a learning 

disability. I liked being at the 
events and helping out where I 

can with the conference.
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The questionnaire can be viewed using 
this link: https://www.rixeasysurvey.org/
kiosk/apM8

In total, 68 people answered the online 
questionnaire. Approximately 72% of 
the responses were from people who 
are autistic, have a learning disability, 
or both, and approximately 28% 
of the responses were from family 
carers. Most of the responses were 
from people aged between 31-40, but 
the age of responders ranged from 
21 up to 70. Responses were received 
from people across many of the ICB 
local authority areas, with the highest 
number of responses coming from 
Northumberland, followed by North 
Cumbria and County Durham. There 
were no responses from Hartlepool, 
Middlesbrough, Stockton, or Darlington. 

It was found that around 91% of people 
understood either nothing at all, or very 
little about the Integrated Care System 
(ICS), and almost 70% of people said 
they would like to know more about it. 

People were asked, which health and 
social care professionals they felt most 
listened to, by. In terms of highest 
scores, almost 70% of respondents 
said they felt listened to by doctors, 
around 63% by dentists and 60% by 
opticians. Around 44% of people said 
they felt listened to by hospitals, and 
only around 23% felt listened to by 
social workers. The lowest score was 
for schools, where less than 10% of 
respondents felt listened to. 

Respondents also provided qualitative 
feedback about their good and bad 
experience of support. 

The citizenship team organised this 
feedback under the headings of the 7 
Keys for Citizenship. More information 
about this feedback is provided later 
in the report. The findings from the 
research were presented to the ICB.

Creating Accessible InformationCreating Accessible Information

The team realised that there is not a lot 
of accessible information available to 
help people understand the Integrated 
Care System (ICS), what it is, and how 
it works. So, in 2022, they did research 
and made some accessible information, 
including an easy-read document about 
the ICS 5 priorities, and an easy-read 
presentation with lots of information 
about how the ICS works and what it 
does. 

This document can be found here:This document can be found here:

https://inclusionnorth.org/wp-content/
uploads/2021/09/Integrated-care-
system_.pdf

The Team also delivered the 
presentation to members of the ICS 
Executive Strategy Group and the 
directors of Inclusion North to help 
explain what the Integrated Care 
System was and how it was structured. 
The resource was shared through 
Inclusion North communication 
channels and with groups as part of 
workshop delivery. 

The 7 Keys – Collecting Feedback and The 7 Keys – Collecting Feedback and 
Awareness RaisingAwareness Raising

The biggest part of the team’s work 
has been collecting the views and 
experiences of autistic people, people 
with a learning disability, and family 
carers, and mapping these against 
the 7 Keys for Citizenship. In 2022, the 
team started by exploring the Freedom 
and Help keys, in 2023 they began 
exploring the Life, Purpose, and Love 
Keys, and in 2024 they finished off the 
work by exploring the Home and Money 
Keys. The team set themselves a target 
to collect the voices of 400 people. 

Initially, the work began by setting out 
an action plan and exploring different 
methods of gathering information, 
such as online questionnaires, face 
to face meetings with groups, and 
developing easy-read consultation 
postcards for each of the 7 Keys (see 
example in Appendix). The team carried 
out research on all of the 13 ICB local 
authority areas, identifying which areas 
had self-advocacy groups, parent carer 
forums, and family networks relating to 
autism and learning disability. 

They collected contact information, 
and began speaking with people, 
building relationships, and creating 
opportunities to connect with groups 
and gather feedback from across 
the region. The team thought it 
was important to try and include 
feedback from people whose voices 
are not often heard, so they made 
special effort to connect with groups 
working with Black, Asian, and Minority 
Ethnic communities, and LGBTQIA+ 
communities. 

As part of this work, the citizenship 
team used a resource called the ‘We 
Are All Citizens Workbook’ which 
was developed in partnership with 
Sunderland People First, NHS England, 
and Inclusion North in 2019. 

A copy of this workbook can be found A copy of this workbook can be found 
here:here:

https://inclusionnorth.org/wp-content/
uploads/2019/03/Workbook-Proof-91.
pdf

As well as this, in 2022, the team 
developed their own ‘7 Keys to 
Citizenship Challenge’ as a way 
of promoting awareness and 
understanding of citizenship and the 
5 ICB priority areas. The ‘challenge’ 
tasked professionals, groups, 
individuals, services, and families to 
identify activities or plans that matched 
with the 7 keys and the 5 ICB priorities. 
When a suitable activity or plan was 
identified, this was represented by a 
‘key’ – with the goal being to identify 
something for each of the 7 keys to 
Citizenship. A visual representation 
taken from the challenge workbook is 
provided below. 
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The team provided a number of realistic 
examples to support people with the 
challenge, for example:

A school could carry out an activity 
encouraging children to ‘grow their 
own’ by teaching children about 
growing fruit and vegetables within 
the school grounds. They could enlist 
the help and support of local allotment 
owners, local fruit and veg shops, or 
retired ex school members to take part 
and teach the children about good 
gardening skills. This activity would 
allow a key to be placed in the ‘Help’ 
and ‘Good Health for Longer Life’ 
section of the grid.  

Organisations, groups, or individuals 
who collect the 7 golden keys 
are awarded with a certificate of 
recognition to highlight their dedication 
and achieving a level of excellence in 
relation to citizenship awareness. 

Through the above work, the team have 
been able to collect lots of feedback 
from lots of different people. They have 
been able to collect feedback for all 
the 7 Keys. More information about the 
feedback and findings can be found 
later in this report. 

Citizenship ConferenceCitizenship Conference

In 2023 the team began planning a 
Citizenship Conference, which took 
place in February 2024. The event 
included presentations and workshops 
by:

•	•	 Simon Duffy and Wendy Perez Simon Duffy and Wendy Perez 
– Talking about the 7 Keys for 
Citizenship and how they were 
developed.

•	•	 Levi Buckley Levi Buckley (who works for the 
ICB) – Talking about what the ICB is 
and why it is important for the ICB 
to listen to the voices of experts by 
experience.

•	•	 Twisting DucksTwisting Ducks – A theatre company 
presenting songs about citizenship 
performed by people with a learning 
disability and autistic people.

•	•	 The Inclusion North Citizenship TeamThe Inclusion North Citizenship Team 
– Talking about the work they have 
done, what they have learned, and 
the Citizenship Challenge. 

The conference was attended by 88 
guests including experts by experience, 
family carers, and professionals from 
various voluntary sector and support 
organisations, as well as numerous 
representatives from the ICB.  All the 
guests were asked to complete a 
feedback form at the beginning and 
end of the day.

At the start of the day, guests told us 
what they were hoping to get out of the 
conference. Some of the things they 
said were:

•	 Learning about citizenship

•	 Understanding people’s perspectives

•	 To be re-energized and motivated to 
create positive change.

Guests were asked to rate how much 
they knew about citizenship at the 
beginning and at the end of the day. 
Guests could choose any number 
between 1 and 5, with 1 being a low 
score (not knowing much at all) and 5 
being a high score (knowing lots).

At the beginning of the day the average 
score was 3, with 55% of guests scoring 
themselves at 3 or below, and 45% of 
guests scoring themselves at 4 or 5. 

However, by the end of the day, the 
average score was 4.5, with only 7% of 
guests now scoring themselves at 3 or 
below, and 83% scoring themselves as 
a 4 or a 5.

We also asked guests whether they 
got everything they wanted from the 
conference. Again, guests were asked 
to score from 1 – 5, with 1 being a low/
bad score and 5 being a high/good 
score. The average score from guests at 
the end of the day was 4.5, with 92% of 
guests scoring either 4 or 5. 

Some of the things that guests said 
about the event were:

•	 “Fabulous atmosphere, friendly, 
open, reflective.”

•	 “I am so touched. I loved the 
workshops, all interesting people. I 
am incredibly grateful.”

•	 “Workshops well led, everything 
organised and scheduled very well, 
good time keeping, staff lovely.”

Guests were asked to describe the 
conference in three words, which were 
used to create a word cloud:

The citizenship team created a video report about the conference, which can be 
watched here: https://youtu.be/i9DREMc68ZA
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Consultation Feedback

Many provider organisations and groups 
engaged with this work and a list of 
providers can be found in the appendix. 
Some organisations dipped in and 
out of the work, whereas others have 
supported and engaged throughout the 
whole project. Examples of those who 
have engaged throughout include Hart 
Gables, North Tyneside Disability Forum, 
Percy Hedley School, and Autism Able. 

The team set themselves the challenge 
to collect feedback from 400 different 
people throughout this project. 
Fantastically, they have exceeded this 
target and were able to engage with a 
total of more than 470 individuals. 

Some examples of the feedback 
collected for each key have been 
provided below. For a full list of the 
feedback, you can see the separate 
feedback document. 

PurposePurpose
What isn’t working well?

•	 “Support for tenancy, relationship support for my son and his partner. No 
response to a request to pay for a workplace mentor.”

•	 “Organisation’s I thought would be considerate of people with disabilities, 
I feel are being judgmental without any proper knowledge of people with 
disabilities.”

MoneyMoney
What isn’t working well?

•	 “Cost towards care package is ridiculous more than all my sons PIP allowance 
and no reduction in cost when care can’t be given.”

•	 “My universal credit will likely become much more challenging after September. 
I don’t think I can go back to traditional work hours or places so I’m worried 
about being able to continue to afford to live. My job coach has been very 
supportive and understanding but I’m not able to receive any other benefits as 
my issues are not seen as bad enough.”

•	 “There is not enough financial help in this area of the country. There is no 
childcare support. No help for travel for myself who has autism and can’t drive. 
Struggling as a single mother, on benefits, dealing with trauma, going through 
court proceedings, and have ADHD and autism, there is absolutely no respite or 
funding for childcare until she is 2.5 years old. I have been told my two options 
are, struggling through and take antidepressants if it gets too hard or give her 
up to social services.”

FreedomFreedom
What isn’t working well?

•	 “I cannot find any autism specific support for my mental health.”

•	 “My quality of life is poor. Bus cuts are the main problem. In addition, the carers 
are up against a tight timetable, and do not stay the full time allotted to me if 
they are playing catch up.”

•	 “I don’t think I have a life. I am just putting time in until I die, I haven’t got the 
nerves to commit suicide.”

HomeHome
What isn’t working well?

•	 “There is a shortage of carers to provide outreach, so she is stuck in the house 
24/7 at weekend and school holidays.”

•	 “Cooking and performing housework is hard.”

•	 “Lack of respite care provision appropriate for complex needs. We have 
searched North East wide and there is nowhere that can provide a secure 
building and garden. She is a high-risk absconder.”

LifeLife
What isn’t working well?

•	 “There is not a good variety of things to do in my area on an evening.”

•	 There are no driving instructors in the area that teach people with disabilities 
in an automatic car. You have to go to Newcastle or a different part of 
Northumberland for this.”

•	 “I need more routine. I can feel a little lonely at times and occasionally feel low 
in mood.”
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HelpHelp
What isn’t working well?

•	 “Not enough joined up thinking. Young people who have aged out of CAMHS 
are assumed to be able to negotiate systems as an adult and support is not 
there to help with transition.”

•	 “My mental health is struggling due to people not understanding autism and 
how it impacts on my ability to do everyday tasks.

•	 “I don’t receive all the support hours I should due to staff shortages. I am 
meant to have eight hours a day one to one support and 3 core hours support - 
I get three hours, some days 1 hour one to one support.”

LoveLove
What stops people from making friends?

•	 Feeling nervous to meet new people or go to new places/try new things.

•	 Being worried on busses or travelling.

•	 Groups closing down.

•	 Not knowing where to go or what there is.

•	 Not having enough support staff or hours.

What went well?

As a team of self-advocates and 
experts by experience, the Citizenship 
Leaders have experienced lots 
of personal gains and increased 
understanding from being part of this 
work. Some of the personal learning 
that the team has shared, includes:

•	 Understanding about the ICB, jargon 
used in the health care world, and 
who does what in the ICS. 

•	 Learning about their Human Rights.

•	 Learning about the 7 keys of 
citizenship.

•	 Feeling more confident to chair 
meetings and speak up.  

Other things that the team identified 
have gone well, are:

•	 Meeting people from different 
backgrounds (e.g. ethnic minority 
groups) and including their voices in 
the work. 

•	 Good team working, regular 
meetings, and good communication. 

•	 Visiting lots of different groups and 
meeting lots of people. 

•	 Having a diverse team, where the 
members have different lived-
experiences, skills, and opinions. 

•	 Listening to the voices and feedback 
of lots of experts by experience from 
across the region and sharing this 
with the ICB. 

•	 Creating the keys to citizenship 
challenge, accessible resources, and 
delivering the conference. 

•	 Visiting groups and talking to people 
face-to-face.  

When thinking about their time in the 
citizenship team, some of the expert-
by-experience team members have 
said:

•	 “Felt that since we started, I’ve 
overcome barriers and have pushed 
myself.”

•	 “The data we collected from people 
was really powerful.”

•	 “It’s changed my life as a person.”
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What were the Challenges?

Methods of engagementMethods of engagement

When the team first started the work, 
they created postcards to collect 
people’s views. The team didn’t get as 
much response from the postcards as 
they had hoped, and some groups fed 
back that they were too difficult to fill 
in. The team realised that they seemed 
to get the best and most detailed 
feedback and responses when they 
took a direct approach and met with 
people in person. So, they changed their 
approach to engagement and created 
clear plans for workshops and started 
visiting lots of existing groups. This 
seemed to work much better.

Sometimes, in order to connect 
with a group of people, the team 
had to arrange this through another 
organisation. This could be challenging 
because often other organisations 
are busy, and sometimes people are 
tricky to get hold of, or don’t respond 
to emails. The team have shared that 
they have found this frustrating, and 
that they sometimes felt that groups 
and organisations didn’t feel motivated 
to engage with the work. The team 
have addressed this by working really 
hard to raise awareness of the project, 
and by building positive relationships 
with as many organisations as possible. 
In particular, the team have found it 
difficult to get schools to engage.  

Project and Team SizeProject and Team Size

The team were covering the whole 
of the North East and North Cumbria 
(NENC), which is made up of 13 
different local authorities. There are 
around 3 million people living in the 
NENC region, which is around 64,800 
people with a learning disability (2.16% 
of the population) and at least 30,000 
autistic people (1% of the population). 
The NENC Integrated Care system 
covers the largest geographical area of 
all the Integrated Care Systems in the 
country. 

The team felt that having such a broad 
area to cover made it feel like they 
dipped their toes in a lot of places but 
weren’t able to go into as much detail 
as they would have liked. They felt that 
two years sounded like a long time for 
the project, but in reality, building links, 
trust, and relationships throughout 
such a large area takes a lot of time 
before the consultation process can 
really get going. The team felt that this 
would have been helped if there was 
more staff or capacity within the team. 
For example, one of the team members 
was contracted to just 8 hours per 
week, and this person said they found 
it difficult to balance maintaining 
relationships and visiting groups, with 
other activities like team meetings. 

Despite this challenge, the team 
have had great success in connecting 
with groups and gathering a range of 
feedback. They have taken deliberate 
steps to overcome some of the above 
difficulties, by each taking responsibility 
for certain demographic groups, and 
by structuring their approach to the 
keys – taking two at a time and working 
through them methodically. 

Expectations of OthersExpectations of Others

Because the team were meeting with 
people and asking them what was 
working well/not well and what they 
needed, some people also expected 
that the citizenship team would then 
be able to make that happen or sort out 
their problem. The team have shared 
that this could feel frustrating, because 
there was only so much that they could 
do. 

Other people were reluctant to share 
their feedback because they said they 
had shared it before, but nothing ever 
changes. People were sceptical about 
the work and felt that it wouldn’t make 
any difference. 

There was a real challenge to build 
trust with people again. The team 
addressed this by taking the time to get 
to know groups and build relationships, 
and by giving clear explanations at 
the beginning that they could collect 
views and pass them to the ICB, but 
that they could not make the changes 
themselves. 

Flexibility Vs Clear Aims and ObjectivesFlexibility Vs Clear Aims and Objectives

The team felt that the freedom of the 
project was good. They have been able 
to work in a flexible way, adapting 
as needed and using their creativity. 
However, the team also felt that in 
some ways it may have been helpful to 
have had clearer aims and objectives 
from the ICB, and an understanding 
from the beginning about what the 
ICB was planning on doing with the 
feedback collected, and how it would 
be used. Using the 7 Keys for Citizenship 
has been a good way of adding 
structure to the project and having 
a clear focus for the feedback being 
collected. 
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Learning and Recommendations

LearningLearning RecommendationsRecommendations
Time for EngagementTime for Engagement

Engaging and building trust 
with networks, providers, and 
experts takes time and some 
are easier to engage with 
than others. Doing this work 
properly takes time. 

•	 Continue to include lived-experience staff 
members in this type of work as it supports with 
building trust. 

•	 Ensure that approaches to consultation are 
flexible – different methods need to be used for 
different people and groups. 

•	 Make sure enough time is built into projects for 
relationship building.

Building TrustBuilding Trust

A lot of people with a learning 
disability and autistic people 
have lost faith in the system, 
and do not believe that 
sharing their opinion will lead 
to meaningful change.

•	 After gathering people’s views, the ICS need to 
respond and close the feedback loop with those 
people and groups who have engaged.

•	 The ICS need to share with people, which 
feedback has/hasn’t been acted on and why – 
you said, we did. 

•	 The ICS needs to make sure that any 
consultation carried out with experts is done 
with genuine intention and plan to listen to and 
act on that feedback, so that people feel that 
their engagement is worthwhile, meaningful, 
and purposeful. Consultation should not be 
done for the sake of consultation. 

•	 The ICS should avoid duplicating and repeating 
consultation – if information already exists 
about what is/isn’t working well for people, 
and what people want, this should be utilized, 
rather than asking people the same questions 
multiple times, without providing evidence of 
change or progress.

Staff Training and Staff Training and 
UnderstandingUnderstanding

The team learned that there 
is still a lot more to be done 
to educate the system about 
the needs and wishes of 
autistic people, people with a 
learning disability, and their 
families. 

From the feedback gathered, 
it suggested that there are 
still professionals out there 
who patronise people with 
a learning disability and 
autistic people and make 
assumptions about them. 

The team found out that 
an empowered person with 
a learning disability or an 
empowered autistic person 
can be scary to some people.

•	 The ICS must make sure that the voices of 
experts-by-experience are included consistently 
in all planning, decision making, and service 
design. 

•	 The ICS must make sure that professionals 
and support staff receive suitable training to 
understand autism and learning disability.

•	 Training must represent the full diversity of 
people’s experiences and support needs and 
include lived experience voices. 

7 Keys7 Keys

The team have gathered a 
wealth of feedback using the 
7 keys for citizenship model 
and have learned about lots 
of things that are/aren’t going 
well and changes that could 
improve things. 

•	 For the ICS to carefully review the consultation 
feedback from this project and make plans 
for how this can be practically used to inform 
services/decisions and create positive change. 

•	 For the ICS to update Inclusion North about 
plans. 

•	 For the ICS to consider that a good model to 
affect change might be getting the experts-by-
experience and the change makers in a room 
together, so that they can see and talk and 
understand each other’s position. 



20  |  North East and North Cumbria Citizenship Project - End of Project Report North East and North Cumbria Citizenship Project - End of Project Report  |  21

Final Thoughts from the Team Appendix

This has been a fantastic project that 
we are proud to have been a part of. 
We feel we have overcome challenges, 
worked creatively, and gathered a wide 
range of diverse voices from people 
with a learning disability, autistic 
people and family carers. We hope 
that the feedback is used in a way to 
create positive change, and that the 
ICS continues to prioritise consultation 
and co-production with experts-by-
experience in a meaningful way. 

Note: The views and recommendations 
expressed in this report represent 
feedback shared by experts-by-
experience and reflections on this 
feedback by Inclusion North. We are 
not speaking on behalf of the ICB 
and the contents of the report do not 
necessarily reflect the ICB’s views. 

ICB InformationICB Information

The ICB stands for Integrated Care 
Board. It is part of the NHS and is in 
charge of developing a plan to meet the 
health needs of people living in the ICB 
area. Our ICB area is the North East and 
North Cumbria. 

One of the jobs an ICB has, is to make 
health care accessible for everyone, to 
improve outcomes for everyone, and to 
make health support equal and fairer 
for everyone. This includes for people 
with a learning disability and autistic 
people. 

The ICB makes decisions and plans 
about lots of different types of health 
and care services. This includes primary 
care (e.g. GP’s and dentists), hospital 

and ambulance services, and mental 
health hospitals. The ICB has a budget 
of money and can make decisions 
about how that money will be spent 
and what services and support they will 
pay for. 

The ICB works as part of something 
called the Integrated Care System 
(ICS). The ICS is a combination of 
people from health care, local councils, 
and voluntary and community 
organisations, working together to 
make plans for health and social care. 

The ICB funded our Citizenship Project. 
More information can be found here:

NHS website: https://
northeastnorthcumbria.nhs.uk/

Easy-Read Consultation Postcard – Freedom KeyEasy-Read Consultation Postcard – Freedom Key
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Organisations who have Engaged with the ProjectOrganisations who have Engaged with the Project

Provider Local Authority Area Website Link
Children’s Learning  
Disability Team

Northumberland https://www.northumberland.
gov.uk/Children/
Northumberland-Local-Offer-
SEND-0-to-25-years/Social-Care/
Disabled-Children-s-Team-DCT.
aspx

Pathways 4 All 
- the Tim Lamb Centre

North Tyneside https://pathways4all.co.uk/tim-
lamb-centre/

North Tyneside Disability 
Forum

North Tyneside https://www.ntdf.co.uk/

Sense UK wide based head 
office in Birmingham 

https://www.sense.org.uk/

LD North East North Tyneside https://ldne.org.uk/

Woodlawn School North Tyneside https://www.woodlawn.org.uk/

Community Team Learning 
Disabilities

Newcastle upon Tyne https://www.
newcastlesupportdirectory.org.
uk/community-team-learning-
disabilities

Newcastle Central Mosque Newcastle upon Tyne https://www.
newcastlecentralmosque.com/

Whitley Bay Islamic Centre North Tyneside https://wbicc.org.uk/

Percy Hedley School Newcastle upon Tyne https://www.percyhedley.org.uk/
percy-hedley-school/

Autism Able South Tyneside https://autismable.com/

Health innovation North 
east and north Cumbria 

North east https://healthinnovationnenc.
org.uk/

Splinter Group Northumberland https://splintergroup.org.uk/

Hart Gables Teesside http://www.hartgables.org.uk/

Mind and Sole Northumberland https://www.
mindandsolealnwick.com/

Coquet Trust Newcastle upon Tyne – 
Gosforth 

https://coquettrust.org.uk/

Human Kind Regional https://humankindcharity.org.uk/

National Autistic Society Regional https://www.autism.org.uk/

Pottergate Centre Northumberland https://www.northumberlandlife.
org/thepottergatecentre/




