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WELCOME

Welcome to Carers in
Bedfordshire's parent carer guide.
We have produced this booklet for
parents and guardians of a child
or children with additional needs.
These needs could relate to

understanding the difficulties families face

neurodiversity (e.g. Autism Spectrum

when caring for a child with additional

Condition or Attention Deficit

needs, whether those needs be physical,

Hyperactivity Disorder ADHD), dyslexia,

mental or developmental.

Pathological Demand Avoidance (PDA),
mental health, Oppositional Defiant
Disorder (ODD), learning difficulties, a
physical disability, an eating disorder, a
genetic condition or an illness.

You might not realise it, but as a parent
or guardian of a child with additional
needs, you are a Parent Carer. You have
to deal with a whole range of issues,
which can make juggling life hard and
feel like you’re battling in a storm.

We want you to know you’re not alone

We support parents at all stages of their
parent carer journey: from those who do
not have a formal diagnosis for their child,
to those whose child has life-long needs.

We have written this guide in collaboration
with our parent carers, after asking them
what information they would have found
useful before they came to us for support.

We hope you find it useful and it
encourages you to get the support you
need.

and help is at hand. At Carers in
Bedfordshire charity, our parent carer
support team are experienced in

AMANDA THAXTER

Parent Carer Lead
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WHAT WE DO

Here at Carers in Bedfordshire we
have a dedicated team of support
workers who are here to help you.
You may be receiving support from other

Put you in touch with other parents in

organisations and charities which focus

similar circumstances to you, so you can

on the needs of your child with the

build a network of support around you.

condition. We focus on your needs as a

Give you access to NHS Carer Grants to

parent and supporting you. Parent carers
tell us they use us alongside those

pay for a break, activity, service or training
to improve your health or wellbeing.

charities, to get a rounded package of

Signpost you to further support if

support.

necessary.
We are here to:

Our support workers have good knowledge of

Be a listening ear.

the different conditions your child may have,

Offer you free and confidential help
and advice.

from neurological to mental health, and know
the impact this can have on you as a parent.

Provide you with wellbeing support,

Many of them are parent carers themselves

getting one-to-one help or providing

and can totally understand what you’re going

counselling.
Give you access to a whole range of
events, groups and workshops – some

through. We also work in partnership with local
and national organisations.

will help you with your general

Visit our website

wellbeing, while others are parent

www.carersinbeds.org.uk

for further information and how to register for

specific.

support.

I feel listened to
and supported. I
am so grateful.

Thank you so much
for the help you have
given me.

Thank you for running the
sessions so professionally
and giving each of us the
time to express and share
our feelings and concerns.

I am so grateful for
the course. I feel
very positive after
each session

It was so nice to talk
about K with someone
who doesn’t sound like a
textbook. Your support
will be really useful going
forward.
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I feel as if everyone at CiB
has lifted me and given me
the strength to make
decisions. I feel as if you
have all wrapped your arms
around me and lifted me up!

DIAGNOSIS
INFORMATION

You may have noticed some traits in
your child’s development,
communication or behaviour? Or
been told by a teacher or health care
professional they suspect your child
has a neurodiverse condition?
Neurodiverse relates to differences in the
way brains work and develop, including
conditions such as autism, ADHD and
dyslexia.

Families can find the experience of their
child receiving a diagnosis lengthy,
confusing and frustrating. Often at the
end of it, they are left with little
information, or understanding of ‘what

It guides you through from the referral
process for an assessment.
What to expect at your first appointment

next?’

with a pediatrician and how to prepare for
We can support you through this process
and help you see that children with
neurodiverse conditions have unique
characteristics, skills and ways of viewing
the world. This does not have to be a
negative and can be celebrated.

it.
Through to the assessment process
outlining who you will see and what they
will do.
Finishing up with what the next steps are.
It really is an invaluable one-stop shop of
information and has been devised together

There will be challenges to face, but we

with parents, young people, local parent carer

can equip you with the tools to deal with

forums, CAMHS, educational psychologists

them.

and other key partners to get a full picture.

The Cambridgeshire Community Services
NHS Trust has a very helpful Diagnosis
Support Pack which is specific to
Bedfordshire:

View the

Diagnosis Support Pack.

Ambitious About Autism also has a
useful

Parent Toolkit

if you think your child is

autistic or they have been recently diagnosed.
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SUPPORT IN SCHOOL

All schools have a responsibility to
support children no matter what their
additional needs are. Some children
may need more support which can be
provided through an Education,
Health and Care Plan (EHCP).
If your child is struggling to make
progress at school, ask what the school

What if an assessment is agreed?

can do to help. If you still have concerns

The council will gather information from

you can consider making an Education,

educational settings, health and social care

Health and Care (EHC) needs assessment

professionals involved with your child, as

request to the council. This will try to find

well as views from parents. This is outlined

out why your child is struggling and what

in the

they need to help them.

practice.

If your child’s level of need is considered

After the assessment, a decision will be

high enough they may be given an EHCP

made if an EHCP is to be written or whether

- a legal document which tells a school

the pupil's needs can be met through the

exactly what they need to do to help

educational setting's own resources.

support your child and what funding may

What if an assessment is not agreed?

be provided to do this.

The council will contact parents to explain

Who can request an assessment?

Government's SEND code of

the reasons why and invite them to attend a
meeting to discuss the decision and a way

Parents/guardians, young people over
forward. Written feedback is also given.
the age of 16, early year’s settings,
schools, colleges and any professionals
working with a child or young person can
request an EHC needs assessment.

What if you don’t agree with the
outcome?
The council should work with you to find a
solution.

How to request one?
You can apply directly to your local

What independent support is available?

authority: Bedford Borough Council or

Special Educational Needs and disability

Central Bedfordshire Council. You do not

Information, Advice and Support Services

need a report from an educational
psychologist or the support of your child's
school to do this.

(SENDIASS) in:

Bedford Borough
Central Bedfordshire
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PARENT CARER
STORIES

Isobel and Ashley have a seven-year-old
who has been diagnosed with a rare
genetic disorder, autism, ADHD, a heart
condition, diabetes, asthma, sensory
processing issues and anxiety. He's also
double incontinent and wears nappies
24/7. They have both spoken to us about
being a parent carer, how this impacts
their lives and how Carers in Bedfordshire
charity has supported them.

Isobel

chores, attending appointments, planning his

My son is our whole world. If we didn't
do what we do, his anxieties and
frustrations would be far worse than
they are. I rarely put my own wellbeing
into consideration, it's all about him. As
our son gets older, his diagnostic list
gets added to, new challenges come
and we adapt our lives accordingly.

care and treatments and micromanaging to

I am 39-years-old and three years ago I had
to quit my job and became a full
time parent carer. It wasn't a choice, it was

ensure his evenings are calm with the right
sensory input depending on how his day has
been. I rely heavily on his school communicating
anything that could be a trigger for challenging
behaviour when he returns home.

Having a child with neurodiverse
conditions has so many challenges. I
think there's a lot of people who think
being a carer for your child is 'just
parenting.'

a necessity. I've recently applied for my
second carers grant via Carers in
Bedfordshire. Being an unpaid carer, grants
to support unpaid carers are vital to help our
wellbeing and help pay for things that
otherwise could be out of reach.

They don't see the ups and downs, the sleepless
nights, the incontinence issues, the vast amounts
of appointments and the emotional toll it can
take, especially when the child has
challenging behaviours and they don't fit into the
neurotypical world around them. The punches

Due to his separation anxiety we are not

and slaps hurt, the bruises are visible but we

able to use respite services which means

hide them and the tears are real even though no

all my 'spare' time is spent doing house

one ever sees them.
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PARENT CARER
STORIES

wife at the forefront of the mind. But I need to
work, to pay the bills and put food on the table.
Holiday allowance is often used for medical
appointments.

On occasions my manager may say ‘we are

Ashley

busy, fancy staying late and grabbing the
overtime?’ Or a mate may text saying fancy

Seven years ago, I became a dad,
overjoyed on the arrival of my son.
Never did I envisage the journey
that my newly born child, my wife,
and I would embark on. Over the
years, it’s been one diagnosis after
another. One hospital to another.

going to an event on Saturday night. But I say
no. Why? Because I know my family need me at
home. ADHD medication has worn off,
challenging behaviours may be present, often
through my son masking his anxieties and
sensory overload throughout the day. Then there
is the sleep routine. The nappy changes.
Medication to be given.

He has no awareness of dangers, and can
display challenging behaviours. His anxiety
can be debilitating. Sensory overload is the

It’s exhausting. Its isolating. And yes, it
can affect my mental wellbeing.

normal. He wakes constantly throughout the
night.

Carers in Bedfordshire understand this. Jon, our

I am his dad, I work full-time. I am also his

support worker, is always on the end of the
phone or email. There are coffee mornings to

carer.

meet other parents and the carers grants bring
Working fulltime is challenging. I often go

us so much joy. Sometimes it’s just knowing the

into work sleep deprived, exhausted from

support is there that brings comfort and is the

the challenges at home. Medical issues,

difference between feeling isolated or feeling

along with the wellbeing of my son and

supported.

08 | WWW.CARERSINBEDS.ORG.UK

We provide fun events and activities to

SUPPORTING SIBLINGS

give young carers some respite from their

You may have other children in your
household who help you to care. They
may need your support in recognising
themselves as having caring
responsibilities and how this impacts
their own childhood.

building, and online gaming to wall

caring role from horse riding to tent

climbing. We also run a number of clubs
where they can meet up with other carers
their own age who are in similar
circumstances and really understand what
each other is going through. Their other
school friends, may not be able to grasp
the full impact caring has on their lives
and this can lead to young carers feeling
isolated.

We are also on the end of the phone to
talk them through any challenges they may
face and we can also support young
carers in schools. We work with schools in
advocating for young carers and their
families, addressing the differences in a
young carer’s life with regard to homework
If you live in Bedford Borough our Young
Carers Team will be able to support them

completion, deadlines, attendance and
punctuality.

with this. If you live in Central Bedfordshire
you will need to contact Central
Bedfordshire Council which runs the service
for young carers. However, young carers in

Find out how to access support for

young carers

Central Bedfordshire can still apply for a
Carers Grant and ID card from us.

Our team support sibling carers from as
young as four, all the way up to 18. We view
them as superheroes who take on a lot of
responsibility at a young age and we are
there to get them the help and support they
need to carry out their caring role. We also
celebrate their role as a young carer and
highlight the skills they have developed
which will benefit them in life.
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on our website.

ACCESSING BENEFITS
Here are the main benefits you can
claim if you're a parent carer.
Carers Allowance
Carers Allowance can be claimed by
parents who spend at least 35 hours a week
looking after your child with additional
needs. If you work you can claim as long as
your net earnings (after tax and National
Insurance) are under a certain level.

Disability Living Allowance (DLA)
You can claim DLA if you have a child under
16 who needs personal care and/or help
with mobility. At 16, you will be asked to
change their claim to Personal

adaptations, short breaks, play schemes and
childcare. If your child is over three-yearsold and gets the higher rate of the DLA
mobility component, you may be able to
lease a car on the Motability Scheme and
you could apply for a Blue Badge, so you
can park closer to your destination.

Independence Payment (PIP).

Help with utility payments

Child Benefit

If you’re on a low income you could be

Child Benefit entitlement continues up until
your child's 16th birthday, and up to 20 if
they remain in education or on certain
training courses. If you or your partner earn
over

£50,000

per year, then you may have

to pay a higher income tax charge if you
claim Child Benefit.

entitled to the Government’s Warm Home
Discount Scheme. The money is not paid to
you - it’s a one-off discount on your
electricity bill, between October and March.
You may be able to get the discount on your
gas bill instead if your supplier provides you
with both gas and electricity. Contact your
supplier to find out. The discount will not

Universal Credit

affect your Cold Weather Payment.

Universal Credit has replaced means-tested
benefits including Child Tax Credit and
Working Tax Credit.

WaterSure

is a scheme which helps lower

your water bills, if you are on benefits and
need to use a lot of water either for

Additional support

medical reasons or because your

You may be able to get help and support

household has a certain number of school-

from the council including home aids and

age children. You need to have a water
meter installed.
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OTHER HELP
Here are some schemes which can
help you as a parent carer.
Carers Grants
As a carer registered with us, you can apply
for a grant to enable you to take up a
break, activity, service or training that will
improve your health or wellbeing.

Paula used her grant to help
her mental health by quilting

The grant can be used flexibly to help fund

Register as a carer with your GP

something that will improve your health and

Doctors can then help you with any physical

wellbeing, or training that will help you to

or mental health issues you may have due to

gain qualifications to access the job market.

your caring role. They can ensure you get
the help and support your need. By

A break doesn’t have to mean a holiday – it

registering as a carer the practice should

can also mean having time away from your

also be more flexible in terms of finding

caring role to do something for you. This

appointments, as well as making you aware

could be something like going for regular

of the free vaccinations you are entitled to

massages or going to visit family and

as a carer.

friends.

Visit our website to find out more.

Hidden Disabilities Sunflower Lanyard
Scheme
The Sunflower Lanyard Scheme is a global
symbol for invisible disabilities. Wearing the

As someone who applies
each year for the carers
grant, I cannot emphasise
enough the invaluable
support it provides.

Hidden Disabilities Sunflower discreetly
indicates to people around the wearer they
need additional support, help or a little

I put it towards a gym
membership which has
worked wonders for my
physical and mental
health.
I used my grant towards
some massage therapy for a
sore back and shoulder
bought on by tension and
lifting a wheelchair in and
out of the car. The pain has
been helped a lot.

more time.

At

www.hiddendisabilitiesstore.com

you

can order a lanyard for your child’s needs. It
also offers advice and support with details
such as shops with quiet hours. Through the
website, the Highways Agency also offers
free lanyards for a vehicle with people
transporting individuals with a disability.
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CARER'S ASSESSMENT
All parent carers have a right to ask
the local authority for an assessment
of your needs at any time, to record
the impact caring has on your life and
what support or services you need.

from social care, paid services, and support
from voluntary services and charities.

What are the benefits?
The aim of the assessment is to give you a
chance to tell social services about the
things that could make looking after your
child easier for you.

If you need paid services, the council will
carry out a financial assessment to work out
whether you have to make a contribution.

Who can get one?

The Care Act 2014 placed a legal duty on

You’re entitled to a Carer's Assessment

local authorities to assess any carer who

regardless of your financial situation as you

requests one or who appears to need

may be juggling work and care and this is

support. A carer’s assessment is a discussion

having a big impact on your life.

between you and a trained member of

A combined assessment can take place with

council staff.

a ‘whole family approach’. So any

It focuses on you as a parent and your
needs. You should be asked about issues
such as the help you need, and whether
there is anyone else who helps, or if you are
your child’s only carer. The assessment
should also consider your physical, mental
and emotional needs, including health and
safety issues, and important commitments

assessment of you should take into account
whether any siblings are providing care
You can ask for an assessment to be
done again if your caring role changes.

How do I get an assessment?
Fill in the assessment form online or for
further information call:

like relationships and employment.

If the council agree you have needs

Bedford Borough Council Carers
Assessment - 01234 718700

because of caring, they have to draw up a
plan saying how your needs can be met. This
could be in a variety of ways, including help

Central Bedfordshire Council Carers
Assessment - 0300 300 8314
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GROUPS & EVENTS
We host a range of groups and
activities tailored to meet the needs
of parent carers.
Our Parents Together groups offer monthly
support to all parent carers who want to
meet with those in similar circumstances at
We offer wellbeing workshops helping you to

different locations across the county.

deal with depression, stress and anxiety, as
A support worker runs the sessions and can

well as group sessions aimed at looking
after a child with additional needs. Our

guide you to support that might help you.
The group is really beneficial, you can learn

walking groups also give you valuable
respite time away from caring.

so much from each other and realise you
are not alone in what you’re going through.

We also put on family events, so you can

They run at the same time as our adult

enjoy time as a whole family, from falconry

groups, making transition as a carer easier

to horse riding, and a fun day at a water

when your child turns 18.

park, to bowling and soft play.
It can break the isolation you may be feeling
and it has become a great support network
for some who have formed strong

Men care too
We run special events for dads, male

friendships and support each other outside
the group.

guardians, stepdads and grandads, as male
carers can often be reluctant to come
forward and access help. Past activities

We also run a quarterly evening Zoom

have included clay pigeon shooting, a

welcome meeting for newly registered

brewery tour and a special autism talk.

parent carers. This is an opportunity to hear
about our service, meet our support workers
and ask questions.

What I found extremely useful
was a run through autism
spectrum disorder and ADHD
for dads, as usually it is mums
that would attend these
sessions. It was great to be
able to share experiences and
hear from other dads.

After today's meet I
felt like a weight had
been lifted off my
shoulders.

It’s a nice group where
I am getting to know a
few people. It’s led
with consideration and
empathy.

See carersinbeds.org.uk/whats-on for a
full list of workshops, events and groups.
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USEFUL CONTACTS

Local Support

Provider of Special

Sorted Counselling
Bedfordshire

Education Advice

Free and Confidential

01799 582030

counselling service 5 to

IPSEA – Independent

Advice Central - Advice
service in Central Beds
0300 303 6666

Kids in Action -

Autism Bedfordshire

25-year-olds
Brings joy

01582 363040

& positivity to special

01234 350 704

needs children

Bedford Borough SEND
Local Offer

01582 477762

01234 267422

Outside-iN -

Bedford Borough Parent
Carer Forum

training on ADHD

Support &

& autism
07817 212845

07943 524553

Bedford and District
Cerebral Palsy Society

Rotary Club of Leighton
Linslade - Yes We Can

01234 351759

program of inclusive sports
01525 754820

Bedford Open Door

SENDIASS Bedford

Free counselling for
young people

National Charities
Beat Eating Disorders
0808 801 0677

Carers UK
0808 808 7777

Contact -

for families with

disabled children
0808 8083555

Mencap

- Leading voice

of learning disability
0808 808 1111

Special Educational Needs
and Disability Information,

National Autistic Society

Central Bedfordshire
SEND Local Offer

Advice & Support Service

0207 833 2299

0300 300 8304

SENDIASS Central Beds

sisters of disabled children

Disability Resource
Centre

Special Educational Needs

and adults

and Disability Information,

01535 645453

01234 360388

01234 276267

Advice & Support Service

01582 470 900

0300 300 8088

Families United Network
Supporting disabled &
additional needs children
& their families

Sibs

- For brothers and

Unique

- Support for

families affected by rare

SNAP-

Parent carer forum

chromosomes & gene

central beds

disorders

07984 545044

01883 723356

01582 420800
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USEFUL CONTACTS
young people & their

Young Minds
Fighting for young people's

01525 863924

mental health
020 70895050

Mind

Mental Health

0300 1233393

NHS 111

Anxiety UK

Press option 2 for mental

03444 775 774

health crisis

Bedfordshire Wellbeing
Service

Samaritans
116 123

01234 880 400

Social Services

CAMHS
Child & Adolescent Mental
Health Service

Bedford Borough Council
Social Care Team

01234 893301

01234 267 422

CHUMS

Central Bedfordshire
Council Social Care
Team

Mental health &emotional
wellbeing support for

0300 300 8036

families

Safeguarding Team
Bedford Borough
01234 276 222

Safeguarding Team
Central Bedfordshire
0300 300 8122

Emergency Safeguarding
Duty Team for
Bedfordshire
Out of hours support
0300 300 8123

Integrated Front Door
Brings together the MultiAgency Safeguarding Hub
(MASH) and Early Help Hub
01234 718700

Our Parent Carer Support Team can help you
through any difficulties you're facing - just
pick up the phone and call us on:

0300 111 1919
We also have a You Tube playlist for parents with helpful videos about how to
cope with caring for your child found on our website at
www.carersinbeds.org.uk/digital-assets for:

Challenging Behaviour
Children and Parents' Wellbeing
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Register for support
You can register for our support where we can guide you
through any storm you're facing.

Every week day there is a support worker available for you to
speak to over the phone on 0300 111 1919.

Visit our

website

where you will find a whole host of

information from grants and wellbeing, to our wide variety of
workshops, groups and events.

www.carersinbeds.org.uk

You can also:

