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Minutes 

Wednesday 18th August 2010 

 

Attendees:  Steve Allen 

ECC (Essex County Council) 

 

Maria Warren  

ECC - Chair 

 

AH 

Braintree Aspergers Group 

 CJ 

SAFE 

 SB 

Service 

User 

 

PS 

Shenfield Aspergers Support Group 

 CB 

Carer 

 

CL 

SEPT (South Essex Partnership Trust) 

 

AD 

SEPT (South Essex Partnership Trust) 

 

DM 

North East Essex NHS Trust 

 

ST 

West Essex PCT  

 

RD 

West Essex PCT 

 

MC 

Business Admin ECC 

 
 

 

 

Apologies:   AF of South West Essex NHS Trust 
 

Adrian Russell of ECC 

 

CE of West Essex PCT 

 

IH of North East Essex NHS Trust 

 

Jenny Peckham of ECC 

 

KP of South West Essex NHS Trust 

 

MF of South West Essex NHS Trust 

 

MC of NAS (National Autistic Society) 

 

NC of Mid Essex PCT 

 

Pauline Stratford of ECC 

 

PM of South Essex NHS Trust 

 

JC of West Essex PCT 

 

WB – Carers Network 

 

SL- Service User/Carer Representative    

 

AL - Service User/Carer Representative 

 

 

Welcome, introductions, apologies and housekeeping were given. 
 
The purpose of this meeting was to review the Implementing “Fulfilling and rewarding 
lives” document which is a consultation for statutory guidance for local authorities and 
NHS organisations to support implementation of the autism strategy and provide feedback 
on selected questions. 
 
1) 

The provision of services for the purpose of diagnosing autistic spectrum 
conditions in adults. 

 

 

Feedback: 
 
 

There are a lot of assumptions that pathways are already in place.  

 

There is no easy accessible service for all areas.  We could do this with more money 
and expansion.  
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The lead professional what experience; they would need experience and an informed 
background. 

 

What is local strategic partnership?  SA – This is all stakeholders including PCT, 
ECC, local authority, voluntary bodies etc.  They come under one umbrella.  CJ 
advised they have never been approached as a voluntary body and would like to be.  
Action: Steve Allen will try to find out about SAFE and voluntary bodies being 
involved. 

 

This is positive; if there is a diagnosis there could be a referral which is a pathway 
into Social Services etc. 

 

We would need to review best practice as currently there is no best practice. 

 

Page 14, using the word consider is a get out clause, so we suspicious about that. 

 

SB stated that Mental Health is very inadequate. 

 

The document states that you have a duty to assess but not to provide which brings 
us back to the FACS criteria.  It requires a very experienced person. 

  What if the needs are inappropriate, do you have the provision of specialist 

psychotherapy intervention. 

 

Part of the assessment has to be part of the persons mental state 

 

The document advises that it is important that adults diagnosed with autism are given 
access to information about autism and about sources of support.  It would be very 
useful to have a directory with all this information in to give to anyone diagnosed with 
Autism/Aspergers. 

 

The lead professional – How many people would be needed for Essex and how 
would the process be handled. 

 

When NICE drew up their guidelines - diagnosing females the characteristics do not 
meet the guidelines. 

 

When we develop diagnostic services how long do we wait for this to be in place, do 
we think 2013 is achievable or is this too much? 

 

Unless people are trained, this document might as well go out of the window. 

 

Pathways to diagnosis – person usually goes to GP and if the GP isn’t trained 
enough they would be diagnosed with something else.  They must be able to access 
to another consultant (Psychotherapist) for a diagnosis.  There has to be a service for 
them to access. 

 

DM advised that the first person in North East Essex a patient would see is Mental 
Health, if Autism is suspected they are sent to the Maudsley for a diagnosis.  RD– by 
that point that person is usually in crisis.  We need to pick up people before they 
reach this point, intervention needs to be much earlier.  DM - advised that patients 
access NE pathway via the GP and they refer to the Mental Health services. 

 

RD - Do we know roughly what the numbers are?  CJ has heard 1 in 58 or 1 in 110 
and this figure does not include the children, family or carers affected by this. 

 

Steve Allen - The point you are making is that the pathway isn’t available locally. 

 

Action: Carolann to e-mail MC details of SA from SEPT who is to be invited to 
this meeting.  Received details for SA from SEPT, runs their new Asperger 
Diagnostic Service who has will be invited to our next meeting. 

 

Maria - The sub groups, we don’t yet have the governance agreement.   

 

Maria - 10,473 people in the 12 districts based on the figures (Colchester 1,196) as of 
2009.  Action: Maria to send MC the information and distribute within the 
minutes (figures from Joint strategic needs assessment). 

 

The guidance is not very clear and is contradictory and in places vague.  It doesn’t 
give information about who will be doing what, where.   
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Liverpool is very good, which covers the whole spectrum.  We would need to look at 
the spectrum as a whole on one area.  CJ – again where does Aspergers and autism 
fit in this system, not in LD not in MH.   

 
2) 

The identification of adults with autism. 

 

 

Feedback: 
 
 

It is rather vague and comes back to the training.  Priorities of training who are most 
likely to have initial contact with individuals, this is not just GPs, this should also 
include reception staff etc.  RD - it is bigger than us, it includes the police, emergency 
services, housing, education.  The awareness needs to be amongst all those groups 
to recognise Autism/Aspergers.  Maria advised that she had made links with the 
Essex police and was shown a card that people with Aspergers/Autism can carry so 
then they can be communicated and dealt with (change there way of thinking) 
appropriately by the police. Action: Carolann will send MC a contact name from 
the police who would be a very good member for this group. 

 

CL advised that they do training which is open to social care etc.  Many people go for 
the places on the half day quick fix training, this doesn’t help people.  This training 
doesn’t show that staff are competent to a particular level.  In a lot of cases it is the 
staff that are causing the problem with people in the Autistic spectrum.   

 

It was agreed that there needs to be some form of accreditation for training with 
Autism/Aspergers.  Back office staff could have half a day but front line should have 
the 3-4 day training etc.  CJ advised that parents and people with autism need to be 
involved with training and giving information. 

 

Steve Allen - We are currently aware that some providers are not providing the 
correct help.  We are targeting these providers and working with them. 

 

CJ – Some people with Aspergers do not want to be part of the social inclusion and 
to have jobs; this is a burden on some people, if they don’t want to be included this 
should also be catered for.   

 

PS – Children in schools suffer and nothing is being done about that. 

 

RD – going back to the diagnostic, it would have to be as much for children not just 
adults and cover all ages.  This was agreed by the group. 

 

Steve Allen - I have been made aware that the children’s services will be setting up a 
meeting or group similar to ourselves.  We would need to link with them and will be 
liaising with Steve about joining etc. 

 

There must be a smooth transition between children to adults. 

 

There is now a university course re Aspergers and Autism.  PS and AH are both 
registered for this course.  AH advised that it is a basic course.  Action: MC to add 
link to the University course. 
 
Open University Course SK124 - Understanding the Autistic Spectrum 

  

http://www3.open.ac.uk/study/undergraduate/course/sk124.htm 
  
Next course starts 06 November 2010, ends April 2011 
Cost £235, registration closes 14 October 2010 
  
Reviews from previous course: 
  
http://www3.open.ac.uk/coursereviews/course.aspx?course=sk124 
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It was agreed that the lead professional needs to have a basic level of qualification 
and this should be on the job ad. 

 
 
3) 

The assessment of the needs of adults with autism for relevant services. 

 

 

Feedback: 
 
  Carolann stated they don’t get community care assessments.  Steve Allen – 

Everyone is entitled to an assessment.  The assessment needs to be undertaken by 
someone with awareness and also apply the FACS criteria.  Does the FACS criteria 
really help?  The assessment does happen whether good or bad, it is the follow up to 
the assessment. 

 

RD – The person taking the assessment does have to have the appropriate training 
and have an awareness etc.  Equally you can put someone forward for a service or 
signpost them to support.  The awareness training should encompass paid for and 
non-paid for services.  CJ – it is sometimes about other things that are not daily living 
but encompass deep specialist psychotherapeutic support (mental health).  RD – if 
diagnosis is has been done then the health service should provide the specialist 
psychotherapeutic support.  CJ – I haven’t found one specialist on the NHS. 

 

CJ – can the service user use the direct payment to purchase this specialist as it can 
be provided privately?  RD – a direct payment should not be used for this it should be 
supported by Health. 

 

DM – it would be useful to have professionals dual trained.  This could be put forward 
for good practice.  This was agreed by the group 

 

RD –Adaptations should be included as a reasonable adjustment.  Otherwise it is 
discrimination. 

 

RD – if the person does not have capacity to make a decision then this would have to 
be made for them. 

 

PS advised that some people with these conditions are so fed up and do not agree 
that they have a disability or Aspergers etc. 

 

Page 18 - The community care assessment needs to define what services are 
available.  People don’t know what to ask for as they don’t know what is available.  
Steve Allen - The problem is that the assessor would be matching to the boxes 
before doing the assessment, not doing the assessment then making a decision. 

 

CJ – Are there any guidelines on what services are available?  Steve Allen – The 
need would be a respite break and can be met via a weekend in Paris, a week in 
away etc.  The assessment should tell you what we are responsible for and what we 
should meet, what health do etc. 

 

Who will decide which people have the greatest need; who will make this judgement, 
you may need to bring in someone with physiological training.  SA gave an example 
of how the personal budget should be used.  AH this is what the DLA is for. Steve 
Allen – We need to remember that currently recruitment is difficult in all areas not just 
ECC. 

 

CJ – If our children’s needs were met we wouldn’t need carer’s assessments.  We 
just need to know that our children will have a life. 

 

Page 19, bullet point 1 – The NHS Foundation Trust should also ensure that other 
people like GP’s, teachers are aware that they have a duty to inform the NHS bodies.  

 

Nobody is telling people about benefits; there should be something to say you can 
access this, this and this.  Steve Allen - part of the community care act should be 
about having your financial benefits looked at as well.  Social Services fund the 
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CJ – Carers Emergency Plan; I found this information in a small add in the window of 
a shop, that people will come round and stay at your home for up to 72 hours.  Do 
carers know about this and who do you register with?  Maria – that is Lynda Hamples’ 
team within ECC.  CJ – I had never heard of it and I am a carer.  Steve Allen and 
Maria advised that this information should be available on the ECC Information 
Portal.  AH did a search for this information and could not locate it.  RD – An older 
person who doesn’t know one end of a computer to the other would also not be able 
to find this information 

 

It was agreed that we all need to be clear that is a disability as currently in the public 
eye they do not see it as one. 

 

CJ – to ensure the correct process is in place – there should be various options i.e. 
face to face or family can speak on there behalf and that they don’t need to speak for 
themselves.  Steve Allen confirmed this is already done as standard practice.  
Anyone involved in that persons life should be included.  RD – We need to be clear 
that an assessment does not mean a service or that a service is in that locality.  
Perhaps a comment to say that the director of social services have these paid for 
services and are available or will be commissioned.  Carolann - Perhaps there should 
be clarification to state that an assessment may mean they do not get what they 
want. 

 
 
4) 

Planning in relation to the provision of relevant services to young people with 
autism as they become adults. 

 

 

Feedback: 
 
 

CB – It might be useful if parents with children with autism know what has been put in 
place. 

 

A Health action plan in this context doesn’t exist.  This document will not capture 
those people being missed already.  Someone who gets through school and then 
goes to university as they don’t have support from their family etc end up in crisis 
because they don’t get the support.  The only time people are noticed are when they 
are in crisis.   CJ suggested that it may be useful to have someone from the 
education department invited to this meeting. 

 

Steve Allen confirmed that when this document is complete he will feed it into Tony 
Sheill who is dealing with Transitions so he could provide feedback to this group. 

 

This document quotes 14-19 but people with disabilities is usually 14-25 under the 
leaving and aftercare act.  RD – whoever wrote this doesn’t seem to know about the 
Children’s act.  This doesn’t seem to have the same depth and involvement and 
clarity.  There is no reference back to the strategy it is an afterthought. 
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5) 

Planning in relation to the provision of services to adults with autism. 

 

 

Feedback: 
 
 

The first line in line with identified needs and priorities, this hasn’t been done.  What 
do we need and what do we want? 

 

SB – it states it is not obligatory to follow the guidance. 

 

Page 22 – core services offered in every area – what are they as we are not getting 
them?  RD – if you are not assessed you wont be offered services.  Again there are 
sweeping statements and general assumptions. JSNA (Joint Strategic Needs 
Assessment).  CJ – the DDA2005 includes making reasonable adjustments.  Is there 
a date on this for completion?  ST - generally you are supposed to just do it.  No 
aware that there is any sanction on this if you don’t, you may be criticised but that’s it.   

 

RD – in highlighting this contract is ignores the other services in the area and focuses 
just on Health.  Steve Allen – I read it that it is the big services.  It would be nice for it 
to advise what these services are. 

 

Carolann - page 23 – access to mainstream services, what are these?  Steve Allen 
confirmed these are libraries, sports centres etc. 

 

RD - page 24 states you should count and shouldn’t count the numbers of people 
with ASD.  The only way you can do this is to actually do it.  I believe you do count, 
so we can understand the size of the problem and what and where services could be 
commissioned.  CJ – any such plan should be based on effective needs analysis and 
who carries out needs analysis?  RD advised this is the JSNA.  

 

CJ – The range of need of support to live independently – when we die my daughter 
will have to live on her own.  I made phone calls to housing associations advising that 
my daughter has Aspergers and every single one said that it is not an LD or Mental 
Health so they are not eligible.  So there is no support for them.  RD – Clearly the 
housing associations are failing under the DDA for not supporting the needs but this 
does track back to assessment and needs etc.  This also goes back to the issue that 
they are not considered at this stage to have a disability because they have a high 
IQ.  AH – I don’t like the word disabled as we only need a hand or some help.  
Carolann – My daughter wouldn’t have a clue of what to do with solicitors etc.  Also 
diagnosis doesn’t tell you about other inabilities i.e. they forget to wash etc.  PS – 
someone with Aspergers who receives a legal letter or a house hold bill that 
mentioned legal action can go in a state of panic as things are taken literally.  RD – 
providers do not understand the difference between Aspergers and Autism. 

 

CJ – Page 24 – In addition it will also be valuable for local authorities to collect 
information about the numbers of adults with autism who are:…… How would you 
find this information out?  Maria – Some information could be gained from a team 
within ECC.  We could send out a survey but people would need to be signed up so 
we could use personal information.  Information comes from birth or GP registers etc.  
The GP would have had to diagnose and recorded the information.  DM – This 
information is dependant that it goes on the register.  The Health and ECC numbers 
do not tally as some people don’t see a doctor or they don’t need a service from 
ECC.  ST – There was an incentive to record/register people with disabilities etc.  
There isn’t a register that says Autism/Aspergers but perhaps there should be and 
once diagnosed it is registered.   

 

CJ - Page 25 – How do you access getting our views?  Maria – we would do that 
through a consultation process, we could go out as commissioners to get tenders 
from the providers.  DM advised they have a patient commissioning organisation 
(meeting) in North East that people can go to and put views/questions forward. 
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RD – it talks about the director of Adults Social Care’s responsibility and earlier they 
refer to lead.  Generally the Director would be responsible but we need a lead person 
to liaise with health and local authorities etc. 

 

CJ – 5.2 – would propose changes to physiological services to include some for 
Aspergers, housing Aspergers and employment. 

 

PS – Prospects have a long waiting list to assist with training and even then they 
keep putting the date back and the jobs they are discussing are menial jobs.  Steve 
Allen – The problem is once you have a job, coaching and settling you in.  There are 
obstacles all the way though education and then trying to find employment.  RD – 
there are 2 things, the discrimination about benefits and the problem with 
employment. 

 
6) 

The training of staff who provide services to adults with autism. 

 

 

Feedback: 
 
 

CL – it shouldn’t be just government organisations.  It is such a large spectrum and it 
is difficult to put this in to 1 piece of training.  CJ – The government want it to be an 
add on to the equality and diversity training and this shouldn’t  be done.  Before you 
do this you need to agree who will be trained. 
 
RD – This is totally inadequate.  Autism awareness training for a couple of days is ok 
for some.  But you also need specialist training and accreditation training for people 
that work closely with people with ASD. They have mixed things up and diluted the 
training.  We need to be clear about the care that people require , the skilled 
practitioners and the skills to identify.  AH – I have had more doors closed on me 
since my diagnosis than before I knew I had it.  Roger – that is discrimination (DDA).  
Until groups are well funded and have the awareness these doors will continue to be 
closed. 

 

CJ – We need to know what people need to be trained, what type of training and who 
will be doing the training, what will they be accredited etc. This will be very difficult as 
you are supposed to do this through existing budgets.  The governing bodies will 
provide us with a framework and then we would have to fund the actual training, 
Steve Allen - you would also need to have a rolling programme.  Agree there are 
different levels of training.  CJ – where would monies come from to train the police 
etc?   
 

 

The group agreed it would be worth repeating some of the information in the strategy 
and adding the comments from today.  Action: Steve Allen and Maria will meet 
early September to do this. 

 

Action: Steve Allen to enquire with his colleague regarding what training they 
have had regarding ASD. 

 

Statistic provided by CJ that 10% of people in prison had ASD that hasn’t been 
diagnosed yet. 

 

CJ - Training is the key issue for us and has to be spot on and would like to know that 
the training you give is the best. 
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7) 

Local arrangements for leadership in relation to the provision of services to 
adults with autism. 

 

 

Feedback: 
 
 

CJ – Who is the Director of Adult Social Services?  Steve Allen - Jenny Owen. CJ – 
Who is our Joint Commissioner?  Maria - we should have known who the regional 
people were in July and as yet we haven’t had this information. 

 
 

RD – Valuing people regional delivery board – it is not a key delivery board it may be 
for a small proportion but not all.  SA – Currently it is with Steve Allen and Chris 
Martin until someone is appointed.  The guidance expects there to be an appointed 
person who will report to someone else.  RD – the danger is that it will become part of 
someone’s job as we don’t have the extra resources.   

 
 

CJ – It seems there is an equal balance between Mental Health and Social Care.  
Can this not be a joint effort instead of a separate piece of work.  RD – government 
will probably leave that to the local partnership to work out. 

 
 

CJ – Could you advise what the Autism Partnership Board is?  Maria – We put our 
suggestions forward and as yet it hasn’t been taken further as other options were 
also put forward.  Steve Allen – it may be that there is still further guidance to come 
out.  We have been proactive in getting this meeting together, but believe things are 
being held up until the additional guidance/best practice is released.  Maria – It would 
be best to take the National Strategy and then define an Essex Strategy with our 
partners.  RD – is there a time-limit on this?  Maria – responses need to be in by the 
end of September.   RD – in all probability it will be this time next year before a 
Partnership Board may be in place. 

 
It was agreed that the above document with be put together and sent to everyone in the 
group for comment before it is passed on. 
 
Discussion was had around the new brain scan diagnoses for people with autism.  
Carolann advised they can only diagnose men as the female brain is wired differently.  
Attached is a link regarding the News story.  
 
www.iop.kcl.ac.uk – story on the new diagnosis system. 
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