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About mASCot

mASCot is an autism support community.
We support around 2,500 families across:

e Brighton & Hove
e FEast Sussex
e West Sussex

We support:

autistic children

autistic young people
autistic parents

parent carers

families wanting support

Why we wrote this statement
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Families have been telling services the same things for many years.
Many autistic people are:

e waiting too long for help
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o falling through gaps
e being passed between services
e becoming more distressed while waiting
o left without clear support
We believe these problems are serious.

We believe services need to take more responsibility.

This is not a new problem

mASCot has been raising concerns since 2008.
Families have repeatedly described:

o long waiting lists

e unmet need

e poor communication

o confusing pathways

o exhaustion and burnout

o children becoming more unwell

o families being left to cope alone
We do not think this is an “information gap”.

The evidence already exists.

The important question now is:

What is changing in practice?

The issue is not more meetings
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Many autistic people and families have already shared their experiences.
The problem is not that nobody has spoken.

The problem is that families often do not see meaningful change afterwards.
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Services talk about:

e redesign

e pathway improvement
e engagement

e communication

o development work

But families are still struggling.
mASCot believes the system must focus more on:

e action

e accountability

e practical support

o earlier help

o clear responsibility

Waiting can cause harm
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Many neurodivergent people experience:

e anxiety

e burnout

e self-harm

e suicidal distress

e school breakdown
e isolation

Recent CAMHS material asked:
"How many people actually get better by accessing CAMHS?”
The issue is not whether services are busy.
The issue is whether people’s lives are improving.
Families often describe waiting as:
« frightening
o exhausting

» confusing
e harmful
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Families are carrying too much
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Families are often left holding responsibility when services do not respond clearly.
Parents may spend years:

chasing referrals

explaining their child again and again
trying to stop crises

searching for support themselves
paying privately for help

Many families feel they are carrying the system on their own.

Some autistic people are still being missed
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Some autistic people do not fit neatly into existing systems.
This may include people who:

mask their distress

are too overwhelmed to engage

do not meet thresholds

are waiting for diagnosis

use Right to Choose or private routes
cannot cope with school

become unwell while waiting

mASCot believes many people remain hidden from services.

Some people are still missed by engagement
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Some autistic people and families are not easily reached though meetings, boards or
consultation exercises, even when those spaces include autistic people and lived-
experience voices.

This may be because of:

e distress
e burnout
e trauma

e communication differences
e sensory overload
o lack of trust

This means the people struggling most may be the least visible.

Transitions are difficult
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Many young people struggle when moving between services.
For example:

o children’s services to adult services

e schoolto college

e CAMHS to adult mental health services

Families often describe these periods as confusing and unsupported.

Voluntary groups are holding too much risk

Groups like mASCot provide vital support.

But voluntary organisations should not be expected to replace statutory services.
mASCot is often helping families in very serious distress.

We are not funded or resourced to act like a crisis service.

We often say:
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mASCot should be the “icing on the cake”, not the thing holding the whole cake
together.

Community support is fragile
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Some local support organisations have already reduced or disappeared.
Families are worried about what will happen if more support groups close.

mASCot believes the system must not depend on fragile unpaid community support to
hold large amounts of unmet need.

SEND reforms are also causing concern
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Families are worried about proposed SEND reforms.
There are concerns about:

e reduced access to EHCPs

e more standardised support packages

o children falling through gaps

e pressure on mainstream schools

e lack of specialist support

e children unable to attend school safely

mASCot believes health, education and social care are all connected.

If support fails in one area, problems often appear somewhere else.

What mASCot wants
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mASCot wants:
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o earlier help

o clearer responsibility

o safertransitions

o better joined-up working

e meaningful support

e more preventative approaches

e stronger community-linked support

e services that respond before crisis happens

We also want:
e honest conversations
e accountability

e proper recognition of unmet need
e better support for families

Final message
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This is not a small issue.
Many autistic people and families are struggling for long periods of time.
mASCot believes this is now a wider system issue across:
e health
e education
e social care
e community support
Families should not have to fight for years to be heard.
We believe the system must become:
e more responsive
e more humane
e morejoined up
e more accountable
e more preventative

Most importantly:

Autistic people and families need support that works in real life.
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