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SEE INSIDE FOR INFORMATION ON:
•
•
•

Distance Learning Workshops
Pathological Demand Avoidance (PDA)
What is PANS / PANDAS?

Welcome to your local
offer Newsletter
Hello everyone, welcome
to the Autumn 2021 issue
of News & Views. I hope
everyone is safe and well.

We have listened to your requests
and have included them in this
newsletter.
Pathological Demand Avoidance
is still a hot topic – we have more
information on pages 6 and 7.
Find out about what PANS /
PANDAS is on pages 8 and 9 and
get an overview of Educational
Health and Care Plans on page 10.
Barnardo’s WESAIL also now
have three distance learning
workshops – find out more on
pages 4 and 5.

Who’s New?

We have also started to improve
the Local Offer website by putting
information in an easier to read
format. You are very welcome to
give us your views on this. You
can contact me at usha.gough@
barnardos.org.uk. You can also
get in touch via the Local Offer
website or leave a message on
our Facebook page.
Take care,
Usha

Visit Autism Spectrum Disorder ASD
Homepage (mylocaloffer.org) to find out more.

There is now a new section on the Local Offer
website.
It is about the Autism Spectrum Disorder (ASD).

This new ASD section will continue to be
developed with health services such as Wakefield
Clinical Commissioning Group (CCG).

It has been created with Wakefield Awareness
Support Project (WASP) and Wakefield Early
Support Advice Information Liaison Service
(WESAIL).

We would welcome your feedback on this new
section. You can email Usha at usha.gough@
barnardos.org.uk or you can use the ‘Feedback’
button on the Local Offer website.

There is lots of information on there. These are the
things you can find:
•
•
•
•
•
•
•
•
•
•
•

What is autism?
Social Communication
Sensory
Wellbeing
Sleep
Behaviour
Health
Services
Support for Parents / Carers
Resources
Days Out

New arrivals!
Check out who’s new to the Local Offer…
•
•
•
•
•
•
•
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Down Syndrome Services
Endorphins Group (Short Breaks)
Flexicare At Home (Short Breaks)
Nystagmus
Royal Society for Blind Children (RSBC)
Families First Service – read more on page 3
Wakefield Families Together
Wakefield Inclusion Special Educational
Needs / Disabilities Support Service
(WISENDSS)

Royal Society for Blind
Children (RSBC) Families
First Service
RSBC understands that having a visual
impairment can be an enormous challenge both
for children and young people as well as for their
families.

How is this
provided?

What do we do?

We can offer
targeted direct
support to
children and
young people,
aged 0-25
who are vision
impaired as well
as working in
partnership with
their parents and
carers, and other
professionals within the family network. This support
may be short or long term, face to face or over the
phone/video, at home or in school, and aims to support
children to thrive by supporting emotional wellbeing,
improving confidence and self-esteem, and building
resilience.

Alongside our colleagues in health and education, who
can support the practical aspects of managing a visual
impairment, we are able to offer emotional support to
children and families.

We accept referrals from families directly or from
professionals, either direct to the Family Practitioners
or through our head office. We would then agree a
support plan with reviews as required.

RSBC Family Practitioner within the RSBC Families
First service provides support focused on a family’s
emotional needs, particularly at times of difficulty such
as diagnosis, deterioration of vision and life events such
as starting or moving school.

How can I access this service?

As a service we aim to provide evidence-based
interventions that build emotional resilience, improve
coping skills, and promote positive parenting. With the
child or young person at the centre of our work, we
offer a holistic approach which considers the needs of
the whole family and looks to work in partnership with
the child or young person and their family.

This service is free of charge.

Whether a condition is diagnosed at or shortly after
birth or develops during childhood or adolescence,
the implications are significant, and many people
families will want or need some help to manage these.
We believe that no one, no matter how complex their
disabilities, should be isolated, left out, or unable to fulfil
their potential.

Please complete the enrolment form from the RSBC
page on the Local Offer website. Then email this to
Justyna.familiesfirst@rsbc.org.uk

You can also ring us on 020 3198 0225.
You can find us on Facebook and Instagram.
Confidentiality and Impartiality
All information is confidential within RSBC and any
permission to share is sought from client.

Who is the service for?
Children and Young People (aged 0-25) with a vision
impairment, and their families.
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Distance Learning
Workshops from WESAIL
The other is for professionals. You can find this one in
the Professionals area on Barnardo’s Wakefield
SENDIASS website. It is under the section called
‘Distance Learning Packages’.

WESAIL Barnardo’s have made some
distance learning workshops. These are free
workshops that you can do at home on your
computer. You can do it on your own or with
friends. You do not need to book – you just
download the pack.

The Home Learning Environment for Early
Years and Beyond – Play, Communication
and Independence

In the pack you will find everything you need to
complete the workshop. This includes a PowerPoint
and extra resources to help. You can do it in little bits or
lots at a time.

This is a workshop for parents and carers.

We have three distance learning workshops now
available.

It is about how to support play, communication, and
independence in the early years.
There is information on:

An Introduction to Autistic Spectrum Disorder
(ASD)

•
•
•
•

This workshop is about Autism Spectrum Disorder. It
has information on:
•
•
•
•
•
•

Behaviours
Communication
Sensory processing
Wellbeing
Helpful services
Further information

There are two different
workshops. One if for
parents and carers.
You can find it in the
Parents and Carers
area on Barnardo’s
Wakefield SENDIASS
website. It is under the
section called ‘Distance
Learning Packages’.
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What is independence?
Developing resilience
Sensory play
Other fun things to do

Distance Learning
Workshops from WESAIL
Cultural Cohesion
Quality Mark (CCQM)

There are also lots
of examples of
supporting your
child at home.
You can find it
in the Parents
and Carers area
on Barnardo’s
Wakefield
SENDIASS
website.

We are proud to say that the
Barnardo’s Wakefield and Bradford
localities are working together to
achieve the Cultural Cohesion Quality
Mark (CCQM).

Confidence and Self-Esteem for Children and
Young People

What is it?
The CCQM is an award we are working towards.
It is about recognising that we live in a culturally
diverse place. This means that there are lots of
different types of people. They may have a different
sexuality, gender, race, religion, ethnicity or disability
to you, but they are all valued and respected.
Barnardo’s want to recognise, appreciate and
promote this.

This is a workshop for children and young people. It is
to help:
•
•
•
•

Why are we doing it?

Know what confidence and self-esteem are
Understand what they are fabulous at!
Learn tips to be confident
Have ideas on what to do if confidence gets
knocked

Working for this award will help us increase our
positive ways of working in a diverse community.
It will also help our organisation improve equality
standards.
How long will it take?

You can find it in the Children and Young People’s
area on Barnardo’s Wakefield SENDIASS website.

It can take a long time. There are lots of steps to
do before we can get the award. We will keep you
posted on how we are getting on!

Happy workshopping!

You can find out more by visiting https://iccqm.org/

Feedback
It would be really helpful for you to complete and
return the evaluation forms about this workshop. This
helps us to know what is good and what we can do
even better next time.
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Pathological Demand
Avoidance (PDA)
The helpful strategies for PDA can be useful
regardless of the underlying causes for demand
avoidance but are essential to enable a PDA child
or adult to thrive. Some strategies do not work well
for a PDA profile and can even be unhelpful.

PDA – Pathological Demand Avoidance – is a
topic that is raised frequently, so we thought it
would be helpful to provide some information on
this.
The PDA Society has shared this introductory
information with us and has a very informative
website www.pdasociety.org.uk with lots of
resources and support available.

These strategies might be firm boundaries, the
use of rewards, consequences and praise, or the
approaches commonly recommended for autism
(such as routine and structure). Instead, low arousal
approaches are good starting points when thinking
about what works for PDA. These are ways that
reduce stress and anxiety. They can also provide
a sense of control. Trust, flexibility, collaboration,
careful use of language and balancing of demands
works best.

What is PDA?
(Pathological Demand
Avoidance)

It’s important to know that understanding of
PDA is at an early stage, and very little research
has been conducted to date. Therefore, it isn’t
always formally recognised. It’s also important to
understand that demand avoidance is normal. We
all avoid demands to different degrees at different
times. When demand avoidance is more significant
there can be many possible reasons for this. It
might be just in certain situations, or related to
physical, mental health or other conditions. So,
PDA isn’t necessarily always the best explanation
for extreme demand avoidance.

PDA (Pathological Demand Avoidance)
is widely understood to be a profile
on the autism spectrum, involving the
avoidance of everyday demands and
the use of ‘social’ strategies as part of
this avoidance.

Pathological demand avoidance is allencompassing. This means it is very broad. It has
some unique aspects that can help differentiate it.

PDA individuals share autistic characteristics and
inaddition have many of the ‘key features’ of a PDA
profile:

Firstly, it relates to everyday demands, and to things
that people want to do as well as thing they might
rather not. With PDA, demands are often avoided
simply because they are demands. It is this sense
of expectation (from someone else or your own
inner voice) that leads to a feeling of lack of control,
anxiety and ultimately panic. In PDA, there can be a
somewhat ‘irrational’ element to the avoidance. For
example, the feeling of hunger may stop someone
from being able to eat. Finally, PDA demand
avoidance is also usually seen from a young age.

•
•
•
•
•
•
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resisting and avoiding the ordinary demands of life
using social strategies as part of the avoidance
appearing ‘socially able’ but this may mask
underlying differences/difficulties in social
interaction and communication
experiencing intense emotions and mood
swings
appearing comfortable in role play, pretence
and fantasy
intense focus, often on other people (real or
fictional)

Pathological Demand
Avoidance (PDA)
•
•

Also the approaches that help can seem a bit
unconventional: a partnership based on trust,flexibility,
collaboration, careful use of language and balancing of
demands works best.

a need for control, often driven by anxiety or an
automatic ‘threat response’
conventional approaches in support, parenting or
teaching are ineffective

Autism is dimensional,this means that it varies a lot
from one person to another. A PDA profile describes
one way in which autism can present.

P ick battles
A nxiety management
N egotiation & collaboration
D isguise & manage demands
A daptation
Because PDA is often missed, misunderstood or
misdiagnosed, it’s important for us all to have PDA on
our radar.
To find out more, please see our website:
•
•
•
•
•

Information, resources and research
Helpful approaches and best practice
Training courses and free webinars
Enquiry line support
Newsletters

www.pdasociety.org.uk
With PDA, demands of all types, including lots of things
that you might not think of as a demand,can trigger an
automatic threat or anxiety response and a feeling of
panic can rapidly set in.

Kid Squad Quiz
Corner!
Question:
What is the
most eaten
food in the
world?

Demand avoidance in PDA is a question of can’t not
won’t: PDAers often describe it as a neurological tug of
war between brain, heart and body.
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PANS /
PANDAS
What is PANS / PANDAS?

Sometimes children are unable to attend school due to
the severity of their symptoms and parents may have
had to stay home and look after their children. Often,
children with these conditions are either misdiagnosed
with ASD, a psychiatric illness or ADHD. Sometimes
children might be labelled as being ‘naughty’.

‘Paediatric Acute-onset Neuropsychiatric
Syndrome’ and ‘Paediatric Autoimmune
Neuropsychiatric Disorder Associated with
Streptococcal Infections’ are the full names of
the conditions. We use the acronyms PANS and
PANDAS instead.

Something as simple as routine antibiotic or antiinflammatory treatments can resolve all symptoms if the
condition is caught early enough. While there are no
official statistics for the prevalence of these conditions
in the UK, US researchers estimate that 1 in 200
children may be affected. (www.pandasnetwork.
org/statistics)

Despite containing the word
paediatric in its name, PANS
can affect adults too!

Diagnosis and Symptoms
It’s important to stress that PANS and PANDAS are
not easy conditions to diagnose as they can present
so uniquely in different people. The conditions are
characterised by the ‘sudden onset’ of obsessivecompulsive disorder, tics or eating restrictions, however,
we hear frequent reports of a more gradual onset of
symptoms.

What is PANS / PANDAS?
PANS and PANDAS are medical conditions which
present primarily with neuro-psychiatric symptoms.
These conditions are caused by a misdirected immune
response to a common infection such as strep throat
or chickenpox (or even Covid-19). So, rather than just
experiencing the normal symptoms of an infection,
those who are susceptible can become extremely
ill with a range of peculiar and seemingly unrelated
symptoms overnight. They can often lose the ability to
function normally.

As well as these key symptoms, there are a variety
of co-morbid symptoms including anxiety, insomnia,
bedwetting, academic regression, rage, depression
and emotional lability amongst others. In many cases
the presentation of these symptoms can overshadow
the main symptoms. For example, whilst a child may
develop OCD or tics, if they are experiencing severe
rage, or hallucinations, this may be the symptom which
worries the parents the most. Parent then may not
even mention the other symptoms to their doctor. It
is important to ensure that all symptoms are looked at
as it is the compilation of symptoms which paint the
picture, not just one or two.
If you have noticed a change in your child’s personality
and you suspect PANS or PANDAS may be to blame,
don’t delay! Visit www.panspandasuk.org for
information to take to your GP. There is a great deal
of misinformation regarding the conditions and so it is
important to ensure the resources you use are up to
date and from a reputable source.
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PANS /
PANDAS
Meet Christopher

caused these problems. We immediately
went back to the GP with some resources
from the charity. Luckily, the GP we saw
this time knew exactly what we were talking
about and had trained in paediatrics. He
gave us two weeks of antibiotics and blood
forms to get the necessary tests done. We
were also referred to an NHS paediatrician.
Within 3 days of the ibuprofen and
antibiotics Christopher’s speech started
returning to normal, his behaviour became
more rational, the anxiety was better, and
his body tic wasn’t as frequent.”
For more information, please visit the charity’s website:
www.panspandasuk.org or email secretary@
panspandasuk.org

Christopher’s story started in January 2019 when he
developed an infection and after various trips to the
doctors were told it was a virus and no treatment was
necessary. They soon started seeing behavioural
changes and sensory issues and it quickly became
apparent that something awful was happening. Within
the space of 2 weeks Christopher had developed a
body tic, verbal tics, memory issues, anxiety, OCD,
became withdrawn at school and his behaviour was
awful. Christopher was changing right before his
parent’s eyes, and they just didn’t know what to do to
save him. They started researching what it could be
online and found the PANS PANDAS UK website.

Kid Squad Quiz
Corner!

Christopher’s Dad, Matt comments:

Answer:

“Our son had all of the symptoms and the
website stated this disorder can be brought
on by a strep illness. We knew he had been
unwell weeks prior to the onset of all these
symptoms and that this was what had

Pizza
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Educational Health and
Care Plans (EHCPs)
From Independent Provider
of Special Education Advice
(IPSEA)

the LA to carry out an early annual review, or a
re-assessment of the child or young person’s needs.
If you are still unhappy with the final EHC plan, or if the
LA refuse to amend an EHC plan following an annual
review or re-assessment, you can appeal to the
First-tier Tribunal.

Understanding Education, Health
and Care plans

For further information on EHC plans, and a wealth
of other topics, visit the ‘Get support’ section on
IPSEA’s website. We also offer independent legally
based advice and support via our free telephone
helplines, and provide training on the SEND legal
framework to parents and carers, professionals and
other organisations.

One of the key drivers behind the Children
and Families Act 2014 was to place a child or
young person with special educational needs
at the heart of a well understood and efficiently
operated statutory framework of support.
A framework which the child or young person, along
with their parents or carers, could easily understand
and help to shape to fit that child or young person’s
education, health and care needs. A key part of this
framework is the Education, Health and Care
plan (EHC plan): a legally enforceable document which
describes a child or young person’s special educational
needs, the support they need, and the outcomes they
would like to achieve.
What is the process to obtaining an EHC plan?
An EHC plan can only be issued after a child or
young person has gone through the process
of an Education, Health and Care needs
assessment. If your child has a learning difficulty or
a disability which is holding them back at school or
college, and you believe that the school/college is not
able to provide the help and support which is needed,
then you should make a request for assessment to
your LA. IPSEA has a model letter which you can use
as a template for a request.
What should an EHC plan contain?
EHC plans should be written in a way that makes it
clear, to parents, young people, schools, colleges
and LAs, who is required to do what, when it must
happen and how often it should be reviewed. An EHC
plan does not have a fixed format, but legally they
must contain several separate sections. You can use
our EHC plan checklist to see whether your EHC
plan complies with the law.

Visit their contact page for more information.
Schools should assess each pupil’s current skills
and levels of attainment on entry. Regular further
assessments should take place. These aim to identify
pupils making less than expected progress. The
expectation is that schools will plan how to deal with
each of these areas of need identified in the code of
practice. Schools will also ensure that their staff have
relevant training and are equipped to respond. Special
educational provision in schools is called Special
Educational Needs (SEN) Support.
The school should use a graduated approach. This
approach follows the cycle of Assess, Plan, Do and
Review:
•

•

•

•

What can you do if you’re not happy with your
child’s plan?
If you are unhappy about the contents of an EHC plan,
you can ask your LA to change it. You can do this if
you have recently received a draft EHC plan, or at
an annual review.
If there has been a sudden or unexpected change
in circumstances (for example if a child’s needs have
become significantly more severe), you could ask for

Assess: The class teacher or subject teacher
(working with the SENCO) is responsible for
carrying out a clear analysis of a pupil’s needs,
drawing on teacher assessments and experience of
the pupil.
Plan: Where it is decided to provide a pupil with
SEN Support, the parents must be notified. All
teachers and support staff who work with a
pupil should be made aware of their needs, the
outcomes sought, the support provided and any
teaching strategies that are required.
Do: The planned interventions should then be put
into place. The class or subject teacher should
work closely with any teaching assistants or
specialist staff involved and the SENCO should
support the class or subject teacher.
Review: Reviews should take place and inform
feed back into the analysis of the child’s needs.
The Code is not prescriptive about how often
reviews should take place, but given the Code
suggests schools should meet with parents three
times a year, good practice would indicate that
such reviews will be at least termly. The decision
to involve specialists can be taken at any time and
should always involve parents.

Where the pupil is still not making expected progress,
the school should consider requesting an Education,
Health and Care needs
assessment. (The parents or
young person are also entitled
to make such a request.)
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Penderels
Trust

What do you do?

How can I apply?

Penderels Trust in Wakefield works with many families
with children with disabilities providing advice and
guidance on how to best meet their care and support
needs. The families we support receive a direct
payment from the local authority. This means they get a
cash payment to pay for their child’s care and support,
this can include employing their own carer (known as a
personal assistant or PA).

Anyone who is eligible for community care funding has
the right to ask for a direct payment. To get started, you
would need to speak to your social worker. Having a
direct payment, particularly employing someone, can
seem daunting at first but the team of independent
living advisers at Penderels Trust will help you every
step of the way.

Having a direct payment is very flexible. You can
choose how you use your allocated hours of care. For
example, your family may be allocated 2 hours of care
per week, but you don’t have to use it that way, you
could combine the hours and use it for one session
of 8 hours per month. Having a PA may mean that
your child can enjoy some independence without the
need for Mum and Dad, something which is important
especially as they get older. This also gives parents
some respite or time to spend with their other children.
You can employ a PA on a term-time basis only too
which can be useful in the school years.

For more information on direct payments and how
Penderels Trust can support you, look at our website
www.penderelstrust.org.uk
You can contact us directly via email at wakefield@
penderelstrust.org.uk or call us on 01924 898136.

Not everyone who has a direct payment employs a PA,
there are lots of different ways that it can be used. For
example, it can be used to pay for an activity or club
that your child enjoys. Direct payments are very flexible
which is what makes them a great solution for many
families.
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Young Carers Zoom
Groups – Get Involved!!
Weekly Zoom group for young carers in
Wakefield - See below for details of each group

Check it out & Join the Fun!

Log on and meet other young carers and take part in
weekly quizzes, scavenger hunts, fun activities and
more!!

Who are young carers?
A young carer is someone under 18 who
helps look after someone in their family, or
friend, who is ill, disabled or misuses drugs or
alcohol.

•
•

Quizzes & Games
Chat & Socialise

Get in touch and come join us!! Schools, Parents or
Young Carers can contact Emma Newton for more
information. Wakefield Young Carers Service mobile:
07500 911 387 email: youngcarers@wakefield.gov.
uk

Max Card

You can also email them at informationnetwork@
wakefield.gov.uk.

Have you got a Max Card? It can help you go on days
out for free or with a discount. A discount is when you
get money off the usual price. A Max Card is free if you
join the Information Network. This is also called the IN.

You can ring them on
01924 302471.

You can join the IN by visiting http://wakefield.
mylocaloffer.org/information-network

A Max Card lasts for 2
years.
Find out more here:
https://mymaxcard.co.uk/
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