
It involves us 
Enabling meaningful inclusion of adults with 
autism in the development of local autism plans
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The tips in this guide are for local authorities to use when seeking 

effective, meaningful and ongoing input from their autism partnership 

boards (APBs). The participation of people living with autism in APBs 

is a key part of realising the autism strategy. 

What is autism?
There are around 700,000 people in the UK with autism 
– together with their families they make up over 2.8 
million people whose lives are touched by autism every 
single day. 

Autism (including Asperger syndrome) is a lifelong 
developmental disability that affects how a person 
communicates with, and relates to, other people. It also 
affects how they make sense of  the world around them.

Autism is a spectrum condition, which means that, 
while all people with autism share three main areas of  
difficulty, their condition will affect them in different 
ways. Some people with autism are able to live relatively 
independent lives but others may need a lifetime of  
specialist support.

To learn more about autism please visit  
www.autism.org.uk/autism. 

Introduction

“Our autism partnership board has 
been instrumental in raising the profile 
of adults who have autism and the 
profound lack of care and support 
available to this large community.” 
Person with autism

The adult autism strategy
Fullfilling and Rewarding Lives, the adult autism strategy 
for England, recommends that each local authority 
sets up a local autism partnership board, or a 
similar mechanism, that “brings together different 
organisations, services and stakeholders locally and 
sets a clear direction for improved services”. Effective 
partnership boards play a central role in the strategic 
planning, commissioning and delivery of  services for 
people with autism and their families. 

Many of  the commitments in the adult autism strategy 
and its accompanying statutory guidance are delivered 
locally – by local authorities and the NHS. Involving the 
local community, including people with autism and their 
families, and engaging them in strategy implementation 
has a positive impact on local delivery.

The strategy is clear on the fact that the Government 
expects local authorities and health bodies to involve 
people with autism in the development and delivery of  
their local strategy.

In April 2014, Think Autism, an update to the strategy for 
adults with autism in England, was published. The update 
reaffirms the importance of  actively and fully involving 
adults with autism, along with their parents and carers.
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What is an autism partnership board? 
Local autism partnership boards bring together different 
organisations, services and stakeholders locally to set a clear 
direction for improving services in line with Fulfilling and 
Rewarding Lives. Boards should involve representatives from 
across local authority and health commissioning, including 
social care, mental health and GPs, as well as other outside 
agencies who support people with autism such as Jobcentre 
Plus, housing and local advocacy services.

More effective joint working between commissioners 
and providers is critical to improving outcomes at a 
local level. Each local area should develop an integrated 
planning forum that is responsible for developing autism 
provision across health and social care. 

Nothing about us without us 
Adults with autism should be involved from the very 
start of  any consultative process. For example, people 
with autism should be engaged and their views should 
be taken into account during initial 
discussions around setting up an 
autism partnership board.

Feedback from adults with autism 
shows that organisations frequently 
fail to involve them until a later 
stage of  the consultation process. 
In order to ensure inclusion is 
meaningful, adults with autism 
should be involved in setting up the 
board’s initial terms of  reference, 
in determining membership of  the 
board, and in making decisions 
about the main themes, agendas 
and working groups of  the autism 
partnership board.

Tips 
1) Set up a clear step-by-step process for recruiting 

people with autism, and their parents/carers, onto the 
board. Make sure people are aware of  the recruitment 
process. Publicise it in relevant local venues such as 
local autism groups, GP surgeries, community centres, 
the local paper and other locations. 

2) Make sure people are aware that they are 
representing themselves and that they do not have to 
represent everybody with autism.

3) The more members of  the board who are people 
with autism or parents/carers, the better! One token 
person is not enough. 

4) Check regularly that those with autism on the board 
are feeling included.

Tips for running a successful 
autism partnership board 
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“I feel my participation is slightly 
tokenistic and although the 
commissioners rely on me heavily to 
chair the meetings, provide training, 
chase commissioners to set dates, 
and invite people along, I feel I 
have little scope to discuss my own 
priorities and feel out of the loop 
when it comes to work which happens 
outside of the meetings.” 
Person with autism

5) Try to make membership of  the group representative 
of  people from across the spectrum (ie try to involve 
people with autism who have different levels of  
ability and parents/carers of  adults with varying 
levels of  need). Where possible, include people of  
different ethnic backgrounds, ages and genders. 

6)  Make sure that meetings are accessible for people 
with autism. The tips below will help you do so. 

> Ask people if  they have any accessibility needs, 
and, if  so, how they can be accommodated. For 
example, a person with autism may be sensitive 
to bright lights, distracting decor, strong smells or 
background noises.

> Make it possible for members with autism to bring 
an advocate or carer for support. 

> Help adults with autism/parents to address 
questions, issues and general comments to a specific 
person by appointing a member of  the board to act 
as a point of  contact.

> Be clear about the purpose of  the group and what is 
expected from its members.

> Use clear terms of  reference and an agreed way of  
making decisions.

> Give as much notice as possible about the meeting 
and provide opportunities for individuals to talk 
through what will happen at the meeting before the 
day itself. 

> Send out minutes from previous meetings and any 
other documents for the next meeting at least two 
weeks in advance to allow people with autism to 
process the information.

> Ensure that meetings are held at times when people 
with different commitments can attend – consider 
rotating times to make it fair.

8) At the start of  a meeting, clearly set out what will 
happen at the meeting and give a rough idea of  
timings. Try to stick to your schedule – see our 
example agenda at the end of  the guide. 

9) Make sure people know they can leave the room at 
any time if  they need to take a break and tell them 
where they can go to find a quiet place to sit. 
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Feedback from members with autism 

of Plymouth’s autism partnership 

board confirmed that they struggled to 

understand some of the discussions 

taking place, could not follow all of 

the language/jargon used, and did 

not know how or when they could 

contribute. This had led to low and 

irregular attendance, and little active 

involvement in the main body of 

the meeting. Following discussions 

with members, the Chair set out 

some short guidelines to modify the 

format and arrangement of meetings. 

The changes meant that at each 

APB meeting, members were given 

concrete questions for people to 

respond to, they were given clear 

name badges and written information 

had an uncluttered layout and used 

bullet points. 

“Fundamentally, something needs to be 
done so that the bigwigs on the board 
have to inconvenience themselves 
and meet at times that mean people 
who work and/or study can attend, 
because otherwise the same old voices 
get heard.”
Person with autism

10) Give opportunities for a debrief  after the meeting 
and seek feedback from members with autism 
about the meeting – did they feel as though they 
contributed and were actively engaged? 

 Do not presume that, just because someone sits 
through the meeting, they feel that they have 
participated and contributed. It is worth asking the 
person with autism what they thought about the 
meeting. You can agree a way of  working that will 
include them at future meetings. 

 Check that members with autism are able to 
understand and follow the meeting discussions. 
Avoid jargon, metaphorical or non-literal language. 
Don’t rely on body language or assumed knowledge 
when communicating.
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11) Tell the people with autism and parents/carers 
about the key outcomes of  their participation, 
eg commissioning a new service or reviewing the 
transitional pathway for people with autism. 

 Give a timescale for any follow-up from the meeting 
and stick to it. This is really important to avoid 
causing anxiety for people with autism. 

 If  you held a consultation meeting, make sure you 
tell people what has happened as a result of  their 
involvement. If  you haven’t acted on their feedback, 
explain why you haven’t done this, and what you are 
going to do instead to address the issues raised. 

“I think it would be great if the 
autism partnership board could set 
up a mailing/email newsletter list so 
that interested people in Plymouth 
could sign up to receive updates as to 
how the plans of the autism strategy 
partnership board are going. I think 
people would see this as a positive 
step of being involved/included in the 
process especially if they feel they 
are unable to participate in person at 
the autism partnership board meetings 
or any consultations taking place. 
They may feel this presents them 
with a better opportunity to make 
their voices heard by the ‘right’ people 
making decisions in Plymouth about 
the autism strategy.” 
Person with autism

12) Provide a guide to the local authority, with jargon 
busters and easy-to-read summaries of  what the group 
has discussed to date and what its priorities are. 

“On occasion I have had to ask 
what abbreviations mean and ask for 
clarity on some organisational jargon 
- I think that there may have been 
assumptions that people attending the 
meetings knew the inner workings and 
policies of the organisations present.”
Person with autism 

13) Allow people to visit the venue before the meeting to 
familiarise themselves with it. You should also consider 
how easy it is for people with disabilities to travel to 
the venue – are there public transport links, and are the 
people attending comfortable with the route?

14) Ensure the venue you have chosen is suitable for 
people with autism and other disabilities. Try and 
avoid bright or fluorescent lighting, bright colours, 
highly patterned walls and carpets, and distracting 
noises and smells. Check there is an accessible toilet 
– you may want to ask someone with autism to audit 
the venue beforehand. 
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15) Give people with autism the option to attend only 
certain parts of  the meeting, or those parts they feel 
they would be able to contribute to. Some people 
with autism will not be able to cope with attending a 
full meeting, even with scheduled breaks built in. 

“Our meetings are held in a large 
conference suite with an area next  
door for people to meet for tea and 
coffee and chat. This area is good as 
the meetings are particularly useful 
for introducing people.” 
Person with autism

16) Ensure there is a breakout room or somewhere 
for people to go if  they want to take time out 
from the meeting. 

17) For group exercises, make sure there are rooms for 
people to use, as it may be difficult for someone 
with autism to concentrate if  there is a lot of  noise. 

18) If  the breakout room is not near the main meeting 
room, allocate a member of  staff  to guide people to it. 

19) Make sure you provide regular breaks and 
refreshments. Some people with autism may have 
specific dietary requirements, such as being gluten 
intolerant, or being unable to eat certain foods due to 
sensory sensitivity. Check that you 
can cater people’s needs or that they 
can bring their own food and drink.

20) Remember that unstructured time 
like breaks, lunch and ‘networking’ 
can be difficult for someone with 
autism. Having a structured activity 
can help. 

21) Produce information that is 
accessible for people with autism, 
by using plain English or easy read.  

People with additional learning disabilities may 
require an easy read version of  documents – if  
in doubt, produce two versions of  information 
and offer both. Find out if  people would like the 
information printed on a different coloured paper 
or in a different font. Use an uncluttered layout,  
a minimum font size of  12 and try and use a  
sans-serif  font. 

“I recognise that the commissioners adapt 
and change as they learn more about 
how to involve people with autism, recently 
adding pictures to agendas, for example.” 
Person with autism

22) Produce a list of  common acronyms used in 
meetings. Do not assume that adults with autism or 
even parents/ carers will ask if  they don’t understand 
what something means. Before people attend 
meetings send out a list of  the most frequently used 
acronyms, explaining what they stand for and if  
necessary, giving further explanation.

23) People with autism can have problems processing 
and remembering information. To help people 
understand who is who at a meeting, who is talking 
during a meeting and what team they are from, 
produce name cards in large print with people’s 
names/ job title or team on the front.
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Wider consultation

Alongside autism partnership boards, there are some 
other ways you should make sure people with autism 
and their parents/carers engage with your planning and 
decision making processes for developing local services.

It will not always be possible for people to get involved 
with the partnership boards or attend every meeting. Our 
tips below will help you to consider ways in which you 
can involve people with autism and their parents/carers 
more widely.

Making sure that the voices of  people with autism, 
and their parents and carers, are heard is everyone’s 
responsibility: appointing people with autism and 
parents/carers to the board does not mean that ‘the 
involvement box is ticked’ – there must be other ways 
and opportunities for people to get involved. 

Richmond Borough Council 

wanted to better involve people 

with autism on their partnership 

board by consulting other people 

as well. An autism worker helped 

plan consultation events and made 

documents accessible to people with 

autism and their families and friends. 

The worker made sure meetings 

were held at different times of the 

day to accommodate those with 

caring responsibilities and those who 

worked during the day.

Tips on wider consultation
1) Avoid metaphorical and non-literal language.
2) Be clear and straightforward with information – 

incorrect or vague information could be stressful. 
3) Use images or pictures to support spoken or 

written language. 
4) Give people access to a clear point of  contact for 

support during the process. 
5) Don’t rely on inferred information or body 

language – be specific. 
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6) Provide a range of  options for getting involved in 
the local planning and development of  services, by:

> setting up a separate group for people with autism 
and/or parents/carers, which can feedback to the 
main partnership board

> consulting with existing local groups over local 
planning and development of  services

> developing ways to contribute to discussions and 
debates through the internet

> providing easy read summaries of  minutes from the 
autism partnership board meetings for people to 
feed back on

> putting out local plans to wider consultation. 

“The local authority has asked people 
on the spectrum for their input as 
well as the parents/carers, and our 
experience is that the opinions and 
observations obtained from these 
sources are valued and respected.“ 
Person with autism

7) Make sure that people with autism, parents and 
carers are aware of  how they can have their say and 
participate, even when they are not members of  the 
board themselves. You can make this possible in a 
number of  ways.

> Film parts of  your conference or meeting and place 
the film clips or presentation slides on a website. 

> Allow people to watch the conference as it happens 
by using webcam facilities. 

> Offer people the opportunity to submit questions 
in advance, and make sure to send them the 
answers afterwards. 

> Hold a live webchat so that people can ask 
questions online. 

> Hold smaller discussion meetings on Skype or in an 
online forum. 

“Group discussions are effective, but 
it’s difficult to get enough people to 
attend.” Parent of a person with autism

8)  If  you are running a smaller discussion meeting 
or a consultation, consider other methods to help 
people to share their views, such as online surveys 
or one-to-one interviews. 

9)  Look at ways to engage with ‘harder to reach’ 
groups.

To involve people more widely in their 

autism partnership board, Cumbria 

Council has been holding regular 

themed focus groups to allow people 

to feed in. The groups consult people 

whose voices might not otherwise be 

heard to find out what kind of services 

and support people in different parts 

of the county want and need. Based 

on the success of the focus groups, 

work is underway in Cumbria to 

develop an online forum to encourage 

even wider engagement, with the aim 

of involving those who struggle to 

access meetings.



10 11

The main challenge for Richmond local 

authority staff was to ensure that they 

reached as many people as possible 

affected by autism in their borough. 

This is not always easy when many 

adults on the autism spectrum have 

never received services before and 

are not known to the local authority. 

Staff were also aware that, due to 

their format, autism strategies are not 

always easily accessible to people 

with autism and their carers, friends 

and family members, and the general 

public. As a result they used multiple 

channels to publicise the consultation 

and the public meetings that formed 

part of the consultation.

10) Use emails to communicate to one person in 
particular, or to target a large number of  people 
with a survey. You can also set up an email forum. 

In Richmond, an email address was 

created for people to use to feedback 

any ideas or opinions about autism 

services and support or the strategy. 

11) One-to-one work may be the best way for those with 
autism and severe learning disabilities or complex 
needs to feed into your process. One-to-one meetings 
should be tailored specifically to suit the individual 
and carried out by someone who understands how 
the person with autism communicates.

 
12) Identify local autism groups specifically set up for 

minority populations in the area and liaise with the 
chair of  that group about translating key proposals 
or documents from your meetings, so that their 
group can give their feedback. 
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13) If  you have a high proportion of  different 
ethnic minority populations in your area that 
speak a language other than English, consider 
translating key documents, plans or proposals 
into these languages.

In 2013, Warwickshire County Council 

set out to write an all-ages autism 

strategy which would address service 

commissioning for 2013-16.  

The ambition for creating the strategy 

was to involve as many people as 

possible from across the county and 

from an age range that the strategy 

would be covering. Warwickshire used 

a variety of methodologies to ensure 

they made the consultation as open 

and accessible as possible. It was a 

public consultation open to anyone in 

Warwickshire who wanted to  

express their views and experiences. 

Methods included:

> a dedicated Twitter account

> four focus group sessions with 

a variety of parent/carer groups 

across the county

> collaboration with the Warwickshire 

County Council consultation hub

> online and hard copy questionnaires

> a questionnaire designed for children 

and young people aged 16 and under, 

containing pictures and images

> a questionnaire for everyone 16 

years and over, which was created 

under the consultation of someone 

with Asperger syndrome. 
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Further resources 

Disability Resource Centre – Making meetings accessible for people with a learning disability 
http://www.disability.co.uk/sites/default/files/resources/making_meetings_accessible_0.pdf

DoH – Fulfilling and rewarding lives: the strategy for adults with autism in England
https://www.gov.uk/government/news/fulfilling-and-rewarding-lives-the-strategy-for-adults-with-autism-in-england

DoH – ‘Think Autism’: an update to the government adult autism strategy
https://www.gov.uk/government/publications/think-autism-an-update-to-the-government-adult-autism-strategy

Mencap – Involve me – Practical guide: How to involve people with profound and multiple 
learning disabilities (PMLD) in decision-making and consultation
http://www.mencap.org.uk/sites/default/files/documents/Involve%20Me%20practical%20guide_full%20
version.pdf

Northern Ireland Assembly – Guidance for Assembly staff on involving people with autism 
in Committee meetings and events
http://nia1.me/22c 

Office for Disability Issues, DWP – Involving Disabled People: an introduction
http://odi.dwp.gov.uk/docs/reso/idp-intro.pdf

Office for Disability Issues, DWP – Involving disabled people in social research
http://odi.dwp.gov.uk/docs/res/research/involving-disabled-people-in-social-research.pdf
 
Public Health England 
Full results and the individual area responses are available from the second national autism self-assessment 
exercise, which reported on progress by the end of  September 2013 across all 152 local authority areas in 
England. This information is found at www.ihal.org.uk/projects/autism2013. This is a key means of  identifying 
progress in implementing the strategy as a whole and for demonstrating local accountability.

The National Autistic Society – ‘Involving people with autism: a guide for public authorities’
http://www.autism.org.uk/involvingguide
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Example agenda 

TIME WHAT WHO

Drinks available from 10:15 
for a prompt 10:30 start 

Available to all 

1. Welcome
2. Apologies and  

introductions
Linda

3. Group rules Buffy

4. Check minutes from last  
meeting

5. Matters arising 

Linda

7. Treasurer’s report / bank  
account update 

Roy/Linda

8. Feedback from the  
communications group 

Linda/Dave

Coffee/toilet break  
(5 minutes)

Available to all
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TIME WHAT WHO

Open forum

Free discussion 

All

9. ‘Safe places scheme’  
champions 

Donna Smith 

10. Office space update Ian Staples

Next meeting 
Date:    TBC
Time:   10:30 – 12:30
Venue:  Bloxwich Library  

Theatre
 Elmore Row
 Bloxwich
 WS3 2HR  

Buffy/Linda

Thank you and close  
of meeting  
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We are the leading UK charity for people with autism (including Asperger syndrome) 

and their families. With the help of our members, supporters and volunteers we 

provide information, support and pioneering services, and campaign for a better 

world for people with autism.

 

Around 700,000 people in the UK have autism. Together with their families they 

make up over 2.8 million people whose lives are touched by autism every single 

day. Despite this, autism is still relatively unknown and misunderstood. This means 

that many people don’t get the level of help, support and understanding they need. 

Together, we are going to change this.

 

From good times to challenging times, The National Autistic Society is there at 

every stage, to help transform the lives of everyone living with autism.

 

We are proud of the difference we make.

The National Autistic Society

393 City Road

London EC1V 1NG

 

Switchboard: 020 7833 2299

Helpline: 0808 800 4014

Minicom: 0845 070 4003

Email: Policy@nas.org.uk

Website: www.autism.org.uk

This guide was funded by the Department 
of Health during the review of the 2010 
Adult Autism Strategy for England.


