Welcome to our latest newsletter
We know how important it is for families with children and young
people with special educational needs and disabilities to get accurate and
timely information, and to feel part of a local community of parent carers.
So, we are committed to producing what we hope will be a good ‘round-up’ of
the latest news and information as well as interesting features and projects
and tips for you in your caring role. We know the newsletter is going to some
people’s spam folder so please do forward it to friends and contacts if you
think they might have missed it. This happening is out of our control and is
down to the individual’s settings.
Last autumn it felt like SEND was high on the political agenda
nationally. In September 2019, it was five years since the
Children and Families Act brought in the current SEND
system, including EHC Plans, and there was some honest
discussion about whether these reforms had lived up to hopes and
expectations.
The Education Committee published the report of its inquiry into special
educational needs and disabilities, which said that the reforms had the right
ideas, but too many challenges had got in the way of implementing them, not
least inadequate funding. The government announced a national SEND
Review to plan for the next five years, and significant additional funding for
SEND.
So, it looked like things were moving ahead for a good look at how to get
SEND back on track, but then the election was called,
and everything stopped. At Parent Carers Cornwall we
hope to see the new government restart the SEND
Review and really look at what is needed to deliver the
vision of the Children and Families Act for families in
Cornwall and throughout the country. We will do our
best to let parents and young people know when this happens.

Parent Carers Cornwall continues to be as busy as ever,
March especially has been a really busy month for us,
not only do we represent and have a chair at several
meetings to ensure the parental voice is heard but we
have held conferences and Information events.
The Information event was valued by both carers and professionals, it is an
opportunity to hear concerns/issues straight from the carers. It is also an
event parent/carer can gather support and information from the services who
support them.
We have recently looked at the Transport Policy and we will be feeding back
information to the Transport team. The Local Offer still is a challenge to some
families, and we would like to hear your views on this.
If you would like to get more involved with what we do, this could be from
dropping leaflets off to attending meetings for us, details of our next training
are in this newsletter.
We always love to hear good news stories so if anyone would
like to have something in the next newsletter please contact
us.
We have lots of things going on over the next few months, one is launching
our new website, which will have lots of information on for families.
We will also be delivering lots of training and workshops to families on
different subjects.
We wish you all a pleasant and Happy Easter break, hopefully with some
sunshine.
Kay Henry
For and on behalf of Parent Carers Cornwall
kaypcc@outlook.com

At Work Routes Cornwall we help local people
to find work!
Can we help you?
Have you been unemployed for 6 months or more?
If less than 6 months but you have some barriers preventing you from locating
employment, we can also help - for example:
∑
∑
∑
∑

Do you have caring responsibilities?
Do you have low or no formal qualifications?
Are you over 50 years old?
Do you have a mental or physical health condition?

If any of the above applies to you and if you believe they are hindering your
job search, get in touch today! You can contact us - at our Truro office on
01872 302021 (incorporating Newquay area) our Redruth office on 01209
701773(incorporating Falmouth area) and our St Austell Office on 01726
218956(incorporating Bodmin area) or sign up at workroutes.co.uk
The Work Routes team are able to provide:
¸ Personalised 1-2-1 support - via our Employment Adviser teams - who
provide tailored guidance according to individual needs
¸ In-House training including employability skills along with access to
accredited training - ie CSCS cards, SIA courses, Food Hygiene
¸ Access to our Health and Well Being Advisers who can provide holistic
support with a range of health issues
¸ 'In Work Support' for 26 weeks once you enter work including financial
assistance during the early weeks of employment - ie travel costs, work
clothing and organising childcare
¸ Tailored guidance for job searching and Job applications along with
professional CV building and Interview Skills Training
¸ Access to exclusive live vacancies via our Recruitment Manager

Call us for free on 0800 015 5332 to find your local office or sign up
at workroutes.co.uk

We are delighted to announce that Parent Carers Cornwall (PCC) has been
awarded Lottery funding to deliver a three-year training programme of
workshops to parent/carers.

Lottery funding to deliver a three-year project:
Our project will provide, free of charge, vital training to parents
and carers of children with special educational needs (SEND) to
give them the knowledge, confidence and skills to support the
health and wellbeing of the child and young person Therefore, this
training and support will be of direct benefit to the children. This intervention
will reduce the impact on statutory services whilst empowering the families of
those children with SEND it would empower them with the knowledge and
skills to help support their children/ young people. This could reduce the need
to gain advice and support from statutory services. Hence putting less
pressure on them when services are hitting capacity
Our proposed courses will enable parents and carers to access non-statutory
training. The courses will offer a supportive network of parents of
children/young people with Special Educational Needs
These workshops/training days will enable parents a chance to meet, support
and share experiences in a relaxed, informal environment. Evidence has
shown that meeting other families can help stop isolation which could lead to
depression and mental health issues
An example of some of the workshops we will deliver to parent/carers.
• Positive Behaviour Support
• Growing & Changing - Relationships & Sex Education
• Circles of Support
• PDA
These are just a few of the courses we will be delivering through the
workshops. Details of the training/workshops will be promoted through our
website, social media pages, newsletters and other volunteer organisations
channels.

Special care that makes

If you have a few hours to spare and a passion for working with disabled
children, you could make a world of difference as a short break carer.
Ask any parent how difficult it is to juggle everyday life, work and bringing up
children and the answer will be the same – very. Add to that the extra stress and
effort of caring for a child with a mental or physical disability and it’s not hard to
imagine how tough the challenges that each day brings can be.
Giving a little time back to parents with disabled
children is what Short Breaks are all about.
Arranged through Cornwall Council’s Together for Families, these breaks are
designed to give parents a break from their caring role, or to allow them to
focus on other sons and daughters– for a day, a weekend, or maybe just for a
couple of hours.
Short Breaks for disabled children with specially trained and approved carers
have been proven to bring enormous benefits, not only to the child’s parents
but also to the child, by giving them a new home from home and giving them
professional 1:1 care away from their family instead of spending time in a
specialist unit.

As they would with extended family members, there might be opportunities for
these young people to go riding, walk the dog, go swimming, play games, rest,
relax and even learn independent living skills like shopping or cooking a meal.
Short Breaks can be just as rewarding for the foster carer as well, as they get to
work closely with the child and their parents. Special relationships can develop
as a result and this can really help the child to build life skills such as becoming
more independent and developing trust.
Sally, a short break carer for over 7 years, said: “Simply meeting and being with
disabled children and young people makes short breaks so special. Many of
them have a wicked sense of humour, so just being around them is so enjoyable.
What’s also special is knowing that you’ve made a difference to someone else’s
life by making their everyday just a little easier.”
Like general fostering, there is a shortage of Short Break carers across Cornwall
and the rest of the UK right now but, according to Cornwall Council’s Head of
Disabled Children and Therapy Services, Yvette Yates, while Short Break carers
can go on to make excellent foster carers, they can choose whether they wish to
make that progression: “Short Break carers need all of the same attributes as
foster carers but the route to becoming a Short Break carer is less complex, the
difference being that you are working in tandem with the parents of the child
rather than as the sole carer.
“The benefits of Short Breaks are clear for everyone involved; it is much better
for the child to stay in a family environment than go to a care home as part of a
group and our carers experience the real joy of bonding with these remarkable
young people and being part of their family.”
As part of the journey to becoming a short break carer, specialist training is
given to carers to meet the needs of each individual child, meaning they can
provide the best care and support for these youngsters in their own home or
out and about in Cornwall.
If you’d like to make a world of difference to these amazing young people by
becoming a Short Break carer, call 01872 323 638 now or visit
www.fosterincornwall.co.uk for more information.

We noticed on our Facebook page some parent/carers were
asking about health checks for post 14 young people, this
information will help and give you guidance
People with a learning disability often have poorer physical
and mental health than other people. This does not need to be the case.
Annual health checks are for adults and young people aged 14 or over with a
learning disability.
An annual health check helps you stay well by talking about your health and
finding any problems early, so you get the right care.
You do not have to be ill to have a health check – in fact, most people have
their annual health check when they're feeling well.
If you're worried about seeing a doctor, or there's anything they can do to
make your visit better, let the doctor or nurse know. They'll help make sure it
goes well for you.
Who's eligible?
Anyone aged 14 or over who's on their GP's learning disability register can
have a free annual health check once a year.
You can ask to go on this register if you think you have a learning disability.
The learning disability register is different from the register of social care
needs managed by local councils.
Check with your GP practice if you or the person you care for is on the
register.
How will it help?
You'll get to know your GP better, which will help if you ever do get ill.
Most health problems are simple to treat once you know about them.
Your GP can help stop you getting a serious health condition. This is better
than waiting until you're ill.

You can ask your GP questions about your health, how you're feeling, your
care or any medicines you take.
Your GP can give you information you need in a way that will help you.
How do you get an appointment?
Adults and young people aged 14 or over with a learning disability who are on
the GP practice learning disability register should be invited by their GP
practice to come for an annual health check.
What if my GP doesn’t offer the annual health
check?
Most GP surgeries offer annual health checks to
people with a learning disability. However, GP
surgeries don't have to offer this service.
If your GP surgery hasn't offered you an annual
health check, you can ask them if they could
provide one. If they say no, ask your local
community learning disability team for advice. They should be able to help
you access an annual health check.
What happens during the annual health check?
During the health check, the GP or practice nurse will:
∑

∑
∑

∑
∑

∑

do a physical check-up, including weight, heart rate, blood pressure and
taking blood and urine samples
talk to you about staying well and if you need any help with this
ask about things that are more common if you have a learning disability,
such as epilepsy, constipation or problems with swallowing
talk to you about your medicines
if you have a health problem such as asthma or diabetes, the GP or
nurse will check how it's going
check to see if you have any other health appointments, such as
physiotherapy or speech therapy

∑
∑

ask if family and/or carers are getting the support they need
help make sure that things go well when children move to adult services
at the age of 18

If you’re learning disability has a specific cause, the GP or practice nurse will
often carry out additional tests if there are any other health risks.
For people with Down's syndrome, for example, they may do a test to see if
the thyroid gland is working properly.
You'll be asked for your consent (permission) to share information with other
services that provide your care. This will help you get the right support if you
go to a hospital, for example.
The GP or practice nurse will also give you health information, such as advice
on healthy eating, exercise, contraception or stopping smoking.
Making reasonable adjustments for you
A reasonable adjustment is when somebody
changes how they do things to make it better
for you.
People with a learning disability have a legal right for reasonable adjustments
to be made so they can get the same benefits from healthcare services as
everyone else.
Ask your GP if you need any reasonable adjustments, such as:
∑
∑
∑

using pictures, large print or simpler words to say what's happening
booking longer appointments
putting an appointment at the beginning or end of the day, if you find it
hard to be in a busy waiting room

The reasonable adjustments you need should be written down in a health
profile or health action plan that the GP or nurse can use.

Do you have to have an annual health check?
No. All parts of the health check are voluntary.
Anyone who's having the health check, or their carer, can ask the GP or
practice nurse for more information about the process.
The person can then give their consent before any tests or procedures are
carried out.

HAPPY

SUPPORTE

CALM

is pleased to now be able to offer a person centred
planning service to families across Cornwall.
Person Centred Planning is a well-recognised tried
life, recognising that everyone has unique gifts and
talents to contribute to their families and communities. Person centred
Planning is a dynamic tool which is all about making sure things happen.
Jenna Pulley will be leading the service, Jenna has over 10 years’ experience of
planning with people with disabilities and their families. The service will offer
families and individuals the opportunity to look at what’s working and what’s
not working for people and to help them to plan the necessary changes to
make a good life for a person and their families. As well as this service
Cornwall Partners is pleased to be delivering a series of Person Centred
Planning workshops together with Parent Carers Cornwall spaces for families
will be limited so to avoid disappointment book early.
If you want to know more then you contact Jenna by emailing
jennakpulley@gmail.com

Cornwall ASDAT Parent Information
We thought you maybe interested in information
a member of PCC put together following an ASDAT meeting.
Presented by Oni (Catriona) Law (SALT) and Karenza Johns (OT) part of the
ASDAT Assessment team managed by Sue Newman.
The Cornwall ASDAT currently have approximately 1000 children waiting for a
diagnostic assessment across all ages .
There are 3 Pathways:
∑ Early Years Pathway for assessments up to 5 ½ years which would be
guided and overseen by the Paediatrician/Portage and Locality SENCO.
∑ ASDAT from 5 ½ years
∑ Outlook South West for 16+ years and Asperger’s assessments.
New funding has been received to enable them to double their current staff
this year.
Referrals
Helpful information on the referral can be accessed here
https://www.cornwallft.nhs.uk/asdat-team
Referrals can be made via the Early Help Hub
The core assessment consists of :- Clinical history is required which needs to be detailed and is requested
from the parent.
- Contextual Assessment – a report from school or can be from other people
who know, support or work with the child.
- Direct Observation.
- ASD Standardized assessment the ADOS
With the appointment letter the team can send a photograph of the clinicians
who will be doing the assessment and a picture of the building they need to

come to. If you would like to request some specific support or advice
regarding the assessment, please call the administration team who will be
able to help.
Initial appointment – two clinicians
Firstly, they all meet together in a room and ensure that the child is calm and
everyone is ok, explaining then that one of the clinicians will take the
parent/carer out of the room to complete a Developmental History (lots of
questions regarding the child’s history).
The other Clinician will complete the ADOS with the child which consists of
games and stimuli which is aimed to be fun and not to challenge the child.
After this the parent/carer and child come
back together, and the clinicians will go to
another room to have a brief discussion
about their assessments and consider the
school information. They then come back
into the room with the child and parent and where the evidence and
information are in agreement a diagnosis can be given at this point. This
would then enable time for further questions and discussion.
The clinicians may also decide they need to gather further assessments or
carry out observations before they take the child’s case back to a Multidisciplinary team meeting to reach a conclusion. This additional assessment
period may take a further month or so depending on the ability of the
different clinicians within the team being able to carry out additional
assessments (Occupational and Speech and Language Therapy and
Psychology).
The parent/carer will then be sent a letter detailing the outcome of the
assessments and offering a feedback meeting to discuss the outcome. The
team advise that it can be helpful to bring someone from the child’s school to
this meeting to enable them to fully understand the child’s needs and how
they should be supported or someone else who knows and supports the child.

The DSM5 is the diagnostic framework that ASDAT use to map all the
information they collect. It sets out the requirements for a diagnosis of
Autistic Spectrum Disorder. It sets out levels of severity ranging from 1 – 3
with 3 requiring the most support.
Using this framework, the child needs to show signs of difficulty with their
social communication in the following 3 areas:
- Two-way interaction
- Using and understanding non-verbal
communication
- Understanding, developing and maintaining
relationships

Autism Spectrum
disorders

Expressive Language Level

They then continue and consider any restrictive repetitive behaviours, where
some of these need to be present
-

Repetitive behaviours
Routines, rituals and difficulties with change.
Highly focused interests.
Sensory difficulties.

Not all children who go down this pathway will get a diagnosis of ASD .If the
assessment doesn’t show sufficient evidence of difficulties in social
communication and other behaviours then the clinicians will consider if there
is another explanation for the child’s presentation and needs. The team
consider any trauma or early life experiences that the child may have had, and
the child’s ability to mimic or mask their behaviours in different contexts.
They are also aware of that girls can present differently from boys.
These difficulties must’ve been evident from early childhood and cannot be
better explained by a learning difficulty.
Pathological Demand Avoidance (PDA) – This sits under the umbrella of ASD
and is characterised by anxiety-based behaviours largely triggered by not
feeling in control. ASDAT don’t diagnose PDA as it is not yet recognised in the

international diagnostic manuals, but they do use the PDA Society
recommendations if the child appears to have these specific difficulties.
New Developments within ASDAT:
- There is a new online assessment which is in Pilot form (complex cases
cannot be accepted due to the nature of the assessment)
- They are doubling their current staffing in 2020 and recruiting clinicians to
deliver to the Neurodevelopmental Pathway – a service for complex cases
- The Early Help Hub will remain the initial focus for all the referrals
Information and Support
- Wellbeing and Autism Wheel – https://www.cornwall.gov.uk/educationand-learning/schools-and-colleges/special-educational-needsfile/information-advice-and-support/council-services/childrenspsychology-service/the-autism-spectrum-team/wellbeing-and-autismwheel/
Autism Champions in schools
- Parent Support:
∑ Passionate about the Spectrum course
∑ Behaviours that challenge Drop in groups
∑ Managing anger Drop in sessions
∑ Guardian Angels – Parent Peer support in Falmouth and Truro
∑ Face 2 Face/Oasis group
∑ Parent Carers Cornwall/Parent4 Parent
You can find details of all the above Parent Support via the Cornwall SEND
Local Offer and the Parent Carers Cornwall Facebook page.
Out of County Assessments
The long wait for assessments which is a national challenge has resulted in
families seeking a diagnostic assessment elsewhere.
The support provided after a diagnosis does not dramatically change or result
in significant additional help. Education support is offered based on
presenting need, not diagnosis. This also applies across Children’s Health

Services. There are a few services that require a diagnosis in order for children
to be accepted including the Autism Spectrum Team in the Council. They
support the network of Autism Champions that work in schools.
However, having a diagnosis clarified can be a great relief to parents and
confirm what they have been saying often for several years, and give the child
or young person a reference point to understand why they may feel and act
differently from their peers.
The local assessment service is evolving and expanding so the waiting times
will come down. It would be positive if our local resources could be used to
contribute to the ongoing development of local services.
https://www.supportincornwall.org.uk/kb5/cornwall/directory/site.page?=&i
d=aq6QKb5BEPE

A get together social hub in Bodmin for teenagers
and young adults with additional needs.
Meetings are usually on the 3rd Friday of each
month to socialise, play video games, board games
and VR
Refreshments provided and served by some of the
young SEN adult volunteers
Contact us by our Facebook page or ring
0120875382
Www.facebook.com/equallyabled
Equally ABLED
Disability service
Honey Street, Bodmin PL31 2DL

UNIVERSAL CREDIT,
a parent/carers experience:
This will be of interest to those families whose young person is about to
transfer over to Universal Credit.
I contacted Parent 4 Parent as I was at my wits end and did not know where
to turn.
I had applied for Universal Credit for my young person who attends a SEN
College course and the claim was closed and refused on the same day based
on being a student. I knew my young person was entitled as I had previously
spoken to a friend who had already been through the process themselves; my
young person is attending a specialist college course and is in receipt of PIP
which is the qualifier for Universal Credit in this situation, so I was prepared
for this decision and immediately opened an appeal.
I called CONTACT as advised by the Parent4Parent worker for a copy
of the Universal Credit Factsheet and they sent me a template letter
to take into the jobcentre to support the appeal – I only had to
personalise it and print two copies, one for the jobcentre and one for my
records, the jobcentre still would not acknowledge the facts presented to
them in this letter and inaccurate information was given to me so I had to
wait for the Mandatory Reconsideration.
In the meantime, as a family we were left with very little choice but to wait
and this incurred financial hardship on us.
In all it took two months from opening the Universal Credit Claim and
instigating an appeal for a decision to be made, I received a notice of a
successful claim for Universal credit for my young person, monies to be
awarded from Initial date of claim, the law used to reach the decision was
included on the letter, we are waiting now on the Health Form and the Work
Capacity Assessment to be done and I have had to redo my DWP Appointee
ship for my young person.

Some days I felt I could sit and cry as I did not know where to turn.
My advice to other parents and carers would be DO NOT give up. Make sure
you open your appeal immediately – this will then be the date any back
payment if your appeal is successful, they will calculate from. I was told –
“your young person receives PIP – that is an income” – it is not. For most
benefit purposes PIP is disregarded. Be persistent and keep copies of all
correspondence for your own records, and make full use of all the support
that is out there for you, Parent4Parent supported me all the way through
which was invaluable and CONTACT supplied the template letter for me.
In the short term this impacted on my family as a whole financially and
directly impacted on my young person because we just about reached the
point of them not being able to go out with the support workers as I had no
idea how I was going to pay. Thank goodness I am the kind of person who
won’t take the first know for an answer and the service that supported us –
but I don’t mind saying I would not like to go through that again in a hurry.
https://www.contact.org.uk/media/1548784/universal_credit_the_essentials.
pdf

Disclaimer
Every effort is made to ensure the information in this newsletter is correct.
Parent Carers Cornwall can accept no liability for errors or omissions and we
cannot recommend products or services. Views and opinions expressed are
not necessarily those of Parent Carers Cornwall.

Contact Details
E-mail: kaypcc@outlook.com
Telephone: 07973 763332
Website: www.parentcarercouncilcornwall.org.uk

