
WHAT’S GOING ON…

©WGO Editorial Team 2016. All rights reserved, not to be reproduced by any means without the written prior agreement of  the publisher.

Independent Support
Independent Support is a FREE 

programme to support young 

people and their parents during 

the Special Educational Needs 

and Disabilities (SEND) reforms.  

Under new legislation, children 

with Special Educational Needs 

(SEN) are required to transition 

from a Statement of  SEN to a 

new model. The new model is 

an Education, Health and Care 

(EHC) plan.

Independent Supporters help 

children and young people 

gather information for drafting 

their EHC plan. They can explain 

each stage, help you to get your 

views across and ensure you 

take an active lead role in this 

process

What does an Independent 
Supporter do?
Independent Supporters will 

provide parents and young 

people with time limited help 

to support the parent or young 

person during the EHC needs 

assessment and planning 

process.

The role of the Independent 
Supporter is 

• Helping the parent or young 

person understand the local 

referral process and local 

offer

• To act as a named contact 

person for the parent or 

young person during the EHC 

assessment and planning 

process

• Supporting parents and 

young people through the 

transfer from a statement of  

SEN or Learning Difficulty 

Assessment (LDA) to an EHC 

plan (transfer reviews)

• Working with parents of  

children who are new EHC 

referrals, and/or young 

people (and their parents) 

who are coming up to school 

leaving age and would have 

had a LDA under the old 

system

• Understanding the range of  

local services and supporting 

the parent or young person to 

decide who should contribute 

the information required for 

an EHC needs assessment 

and plan

• Providing information to 

parents and young people on 

personal budgets

• Signposting parents and 

young people when the remit 

is outside the remit of  the  

Independent Supporter

Independent Support is 
available in a variety of ways:
• Face-to-face support in their 

home as requested, from a 

person who is independent of  

the local authority and trained 

to provide this support

• A dedicated, independent 

telephone support service

• Access to a trained 

Independent Supporter, with 

the option of  follow-up face-

to-face support if  needed.

• A dedicated, independent 

website providing information, 

signposting and resource 

links as well as the option 

for support and information 

exchanges via emails

• A range of  outreach 

information and support 

points across a range of  

community venues and 

services including information 

groups

For further information and to 

make a referral please contact 

us on 0800 028 8455 or email 

ISreferrals@coreassets.com.  

Alternatively visit our website 

www.coreassets.com/what-
we-do/independent-support-
service

SPRING 2016
Is for all children and young 

people with disabilities, special 

educational needs and long 

term health conditions, plus 

their parents, carers and 

front line service providers.

By special needs we 

mean learning disabilities, 

physical disabilities, sensory 

impairments, specific learning 

problems (eg dyslexia and 

dyspraxia) and children with 

behavioural difficulties.
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Welcome
Hello and a warm welcome to the first 
“What’s Going On” newsletter of 2016! 

In this edition we bring you support group news 

featuring Swan UK (supporting families of  

children with undiagnosed genetic conditions) 

and Sheffield Royal Society for the Blind (SRSB). 

We also have information about Ryegate’s Sport 

for Life Taster Day, which is happening in April, 

along with details about Sheffield Parent Carer 

Forum’s upcoming Health and Therapy Services 

Information Day in March. We hope you enjoy 

reading this edition and, as always, please 

don’t hesitate to get in contact if  you have any 

comments or ideas for future articles.  

Contact us on 0114 271 7626, or email 

sheffieldcdr@sch.nhs.uk

With the recent publication 
of our annual report, we 
were delighted to find 
that registrations on the 
Child Disability Register 
have reached an all time 
high, at over 1700 active 
registrations.

This is great news for us as it 

means that we able to provide 

more families than ever before 

with relevant information via our 

What’s Going On newsletter.  

We have also enabled more 

families to access relevant 

sources of  information via 

Sheffield’s SEN and Disability 

Information, Advice and 

Support Service (SSENDIAS). 

It also means that we are able 

to gather more robust data, 

and provide more accurate 

information about SEND across 

Sheffield.  This is important 

because one of  the main 

aims of  the CDR is ultimately 

to inform service provision 

and planning across the city.  

Thank you for being a part of  

this project and helping us to 

gather important information!

Help us to spread the word…  

The Child Disability Register 

(CDR) is the statutory disability 

register for children and young 

people in Sheffield. We register 

children and young people 

aged 0-19 years, and the 

register is completely voluntary.  

When families register with the 

CDR their child will receive 

a unique membership card 

(pictured), along with regular 

copies of  this magazine, 

“What’s Going On.”

The CDR manager is also 

available to attend community 

events, coffee mornings etc 

to speak with families about 

the benefits of  enrolling on 

the Child Disability Register.  

For more information please 

contact 0114 271 7626, or 

email sheffieldcdr@sch.nhs.uk

If  you know of  any families 

who might be interested 

in learning more about the 

Child Disability Register, more 

details can be found at www.

sheffieldchildrens.nhs.uk. Just 

type CDR into the search bar.

Child Disability Register (CDR) 
Registrations Reach Highest Level!

WHAT’S GOING ON…
THIS EDITION IS FUNDED BY
SHEFFIELD CITY COUNCIL’S

SEN & DISABILITY INFORMATION,
ADVICE & SUPPORT SERVICE

The agencies and organisations involved in
this Newsletter are:

SEN & DISABILITY INFORMATION,
ADVICE & SUPPORT 

- an impartial service for children
& young people with SEN & disabilities,

and their parents

Telephone: 0114 273 6009

SHEFFIELD CHILD DISABILITY REGISTER
(FORMERLY THE SHEFFIELD INDEX)

Contact: 0114 271 7626

Please remember that WGO cannot
recommend, authorise or take
responsibility for any of the

services, groups and activities
mentioned in this newsletter.

As parents it is your responsibility to
ensure that the services, groups and
activities are safe for your child. We

suggest that you make sure that they
have received the necessary approval

to carry out the activities and the training
to meet your childs needs. 

Please send any comments, articles or
ideas for the Newsletter to any of the    

organisations above.
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SWAN UK (Syndromes 
Without A Name) is the only 
dedicated support for families 
of children with undiagnosed 
genetic conditions in the UK.

Approximately 6,000 children 

are born every year with a 

genetic condition that is likely 

to remain undiagnosed. Without 

a diagnosis it is difficult for 

families to know what the future 

holds for their child – if  they will 

walk, talk or even what their life 

expectancy will be.  

Without a diagnosis it can be 

difficult to have their child’s 

needs taken seriously. Families 

often struggle to access 

information and services and it 

can be hard to answer questions

about their 

child. Tasks 

such as filling in forms are 

extremely challenging when you 

don’t have the answers.  

Many families experience 

isolation when bringing up 

a child who has a syndrome 

without a name. SWAN UK 

brings families together through 

our online platforms, such as 

Facebook, and family events. We 

provide information and support 

as well as signposting families 

to relevant studies and other 

services.  In addition to offering 

support and information to 

families, we work with health, 

social care and education 

professionals to highlight issues 

faced by undiagnosed families.
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Support Group News
Undiagnosed Children’s Day

On Friday 29 April we will be 

holding our annual awareness 

day, Undiagnosed Children’s 

Day. It will be in its fourth year 

and we’re keen to get as many 

people involved as possible. 

Undiagnosed Children’s Day is a 

chance to reach out and let 

families know that they aren’t 

alone and support is out there. 

Just a small activity can make a 

big impact. Maybe you’d like to 

fundraise for SWAN UK by doing a 

bake sale, a sponsored challenge 

event, getting your child’s school 

involved in a mufti (non-uniform) 

day or reaching out to your local 

shopping centre to see how they 

might get involved. Alternatively, 

we’d love to have you involved 

on the day. Why not help spread 

the word by tweeting, blogging 

or sharing a post on social media 

about SWAN UK and what it 

means to be undiagnosed? 

We look forward to having some 

exciting developments and plans 

to announce this year so make 

sure to keep an eye on our blog 

and social media.

SWAN UK member Michelle 

Jones is our Parent Rep for South 

Yorkshire. You can email Michelle: 

michelle.jones@undiagnosed.org.

uk

For further information, 
fundraising enquiries or to 
find out more about joining 
SWAN UK please email:                  
info@undiagnosed.org.uk

SWAN UK is part of  Genetic 

Alliance UK. Registered 

Charity Numbers: 1114195 and 

SC039299

Undiagnosed.org.uk

Undiagnosed.org.uk/blog

@SWAN_UK

Facebook: SWANchildrenUK 

Youtube: SWANchildrenUK

Animation: Ellie’s story



Contact a Family - the national 
charity that supports families 
with disabled children 
whatever their medical 
condition or disability – has 
produced a new series of 
podcasts to help answer 
some of the most common 
questions parents ask us 
about Carers Allowance: 
www.cafamily.org.uk/
carersallowance

So if  you ever wondered if  you 

qualify for Carers Allowance, if  

you’d be better off  financially by 

claiming it or how your earnings 

or savings will affect your claim, 

then this podcast is for you.

What is Carers Allowance?

Carers Allowance is the main 

benefit for carers and is paid at 

a basic rate of  £62.10 per week 

from April 2015. It’s not means 

tested so it doesn’t matter what 

savings you have and most 

forms of  income are ignored. 

However if  you work you can 

only get Carer’s Allowance if  

your earnings after deductions 

are no more than £110 per 

week.

Who qualifies for Carer’s 
Allowance?

You qualify for this benefit if  

you provide at least 35 hours 

of  care per week to someone 

who gets one of: the middle or 

highest rate of  Disability Living 

Allowance (DLA), the daily 

living component of  Personal 

Independence Payment (PIP) 

at either rate or attendance 

allowance at any rate.

Focus on short breaks or 
respite care

Contact a Family has published 

new research showing that more 

than half  of  local authorities 

have cut spending on short 

breaks (respite) for families with 

disabled children since 2011/12. 

At the same time families are 

reporting it is more difficult to 

access short breaks.  

Families describe short break 

services as a lifeline. They 

save the state tens of  millions 

of  pounds by supporting 

parent carers to look after their 

disabled children, giving them 

the chance to recharge their 

batteries or spend time with 

their other children. At the same 

time they give disabled children 

and young people opportunities 

their non-disabled peers take 

for granted like trying new 

experiences and making new 

friends. 

We are encouraging families 

with disabled children to visit 

cafamily.org.uk/shortbreaks 

where parent carers will find 

a wealth of  information about 

accessing short breaks services 

locally and how they can work 

together with other parents and 

the council to help improve the 

short break service for families 

with disabled children.

To find out more about Carers 

Allowance or short breaks 

services visit www.cafamily.org.

uk You can also call Contact 

a Family’s helpline 0808 808 

3555  where our parent advisers 

will help you with any issue 

around raising a disabled 

child, whatever your concern 

or question. We offer families 

confidential advice on any issue, 

including:

• benefits and sources of  

financial help

• education advice for 

additional needs

• sources of  support including 

groups set up by parents

• services that you might be 

entitled to for example, aids 

and equipment.

Carers Allowance - 
your questions answered
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Support Group News

Children’s Services

SRSB offer a range of  services 

for visually impaired children 

and their families. Every week 

during term time they run ‘Little 

Sparklers’, their pre-school play 

group. The sessions run every 

Wednesday, 10:00-12:00 at their 

Mappin St centre. The group is 

run jointly by SRSB and Sheffield 

Visual Impairment Service 

(Education). Each session 

incorporates general play, a 

sensory area, messy time, a 

sing-song session and lots of  

fun.

During term time they now 

hold a Youth Club each week, 

and during school holidays 

or at weekends they hold 

regular activity days for older 

children. Most children with a 

visual impairment now attend 

mainstream schools and these 

events are often the only chance 

they get to meet others who 

are in a similar situation to 

themselves. Many friendships 

have developed and parents 

have found the support, advice 

and information from other 

parents invaluable. Recent 

sessions have included crafts, 

cooking and drama. SRSB 

also run regular theatre trips 

throughout the year, wherever 

possible accessing audio 

described performances 

enabling all children, regardless 

of  their level of  vision, to enjoy 

the shows. 

SRSB also support and 

work closely with Sheffield 

Actionnaires which is operated 

by ‘Action for Blind People’. 

It is a free multi-sports club 

for visually impaired children 

and their siblings. It gives the 

children a chance to try their 

hand at a variety of  sports such 

as football, climbing, street 

dance, cricket, etc. The club 

runs every Sunday at Westfield 

Sports Centre 10:00 – 12:00.     

SRSB also has trained staff  

who specialise in advising and 

supporting families with applying 

for a wide range of  financial 

benefits, including Disability 

Living Allowance or Personal 

Independence Payment grants, 

etc. They are also able to assist 

with applying for specialist 

equipment and adaptations that 

may be required due to a child’s 

visual impairment.  

For further information on any 

of  our services please contact 

Joanne Ardern on:

Tel: 0114 272 2757 
Email: joanne@srsb.org.uk
www.srsb.org.uk

Sheffield Royal Society
for the Blind (SRSB)

A+ Drumline
Are you looking for a FREE 
social activity?

Are you interested in music?

Can you commit a couple of 
hours most weeks?

In conjunction with Concord 

Youth Music, Autism Plus has 

launched the first disability 

percussion group.

Equipment and training are 

provided.

Come and join the friendly 

group and learn about 

drumming and get creative  

with our selection of  drums.

Who to contact
Jo Moverley Gray

Tel: 0114 384 0284

E-mail:

jo.moverleygray@autismplus.

co.uk

Website: www.autismplus.org

Where to go
Autism Plus

Exchange Brewery

2 Bridge Street

Sheffield

South Yorkshire

S3 8NS

When
Tuesday evenings from 5pm

Other Details
15 years +



A free information day for parents
of children with additional needs

Organised by parents, for parents! Professionals and practitioners also welcome!

When:
Friday 8th March 2016, 10am-2.30pm
(registration and coffee from 9.30am) 

Where:
St Mary’s Community Centre, Bramall Lane, Sheffield S2 4QZ

FREE LUNCH provided! (booking essential) 
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Do you struggle to access healthcare 
services for your child? 

Do you have concerns about your 
child’s speech, toileting, sleep, physical 
development or mental health? 

Find out which services can help you, 
and how to access them!

Gather information
Pick up leaflets and talk to representatives from 

a range of  services, including:

- Occupational Therapy 

- Physiotherapy

- Speech and Language Therapy

- Child and Adolescent Mental Health Service 

(CAMHS)

- Continence service

- Specialist nurses at Ryegate

- Community Dental Service

- … and many more!

Take part in workshops
Join us for a range of  interesting workshops on:

- Support for speech and language needs

- Mental health services

- Coping with hospital stays

- Transition to adult health services

- Building relationships with GPs

How to Book 
Please complete the online booking for at: 

https://health-services.eventbrite.co.uk

Questions about this event?
Please call us on 0300 321 4721 or email 

enquiries@sheffieldparentcarerforum.org.uk. 

Health and Therapy Services





The Being Active guide 
supports more disabled 
people to enjoy an active 
lifestyle. Written in partnership 
with the English Federation of 
Disability Sport and Disability 
Rights UK, the guide talks 
directly to disabled people. It 
gives inactive disabled people 
access to relevant information, 
so they have control over 
where, what and how they can 
start being active. 

Research shows that most 

disabled people are not as 

active as they would like to be. 

According to Sport England’s 

Active People Survey four out of  

five disabled people take little 

or no exercise. But that is not 

because disabled people do not 

want to be active. In the English 

Federation of  Disability Sport 

(EFDS) Lifestyle Report released 

in 2013, it found that seven in 

ten disabled people want to 

increase their physical activity.

Disability Rights UK teamed 

up with EFDS to ensure the 

guide reaches more disabled 

people across the country. In 

the concise, reader-friendly 

publication, it gives a feel for the 

endless choices available when 

thinking about the possibilities.

Being Active has been produced 

by and for people with lived 

experience of  disability or health 

conditions. They include, Chris 

Ratcliffe, EFDS’s Director of  

Development. He said:

“Inactive disabled people have 

individual reasons why their 

experiences have meant they 

have stopped doing, do not want 

to or feel they cannot access 

sport or physical activity. This 

guide is fantastic because it 

doesn’t supply endless pages of  

links, opportunities or reasons 

why disabled people should 

be active. It provides a range 

of  ideas and tips for leading a 

healthier lifestyle.”

The Being Active guide is 

available in accessible PDF and 

EasyRead formats. Download 

it on www.efds.co.uk or you 

can request a paper copy by 

calling the head office on 01509 

227750. Alternatively you can 

speak with a Development 

Manager at your local County 

Sports Partnership (CPS) who 

can support you into an activity 

of  your choice.  

Contact Michele Hayden, South 

Yorkshire CSP - 0330 2020280 or 

michelle.hayden@yorkshiresport.

org

Start your active lifestyle            
with the ‘Being Actice’ guide
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The Sheffield Parents’ Survey, 
which was launched on 11th 
January 2016, has had over 
800 responses so far. 

We want parents of  pre-

school or primary school-

aged children to continue to 

forward their views through 

our citywide Sheffield Parents’ 

Survey by spending 10 minutes 

completing the survey, either 

online at www.sheffield.gov.uk/

sps or on paper. We are happy 

to send out paper copies 

on request (with freepost 

envelopes) - just call us on 

(0114) 273 5141. The survey 

runs until 31st March 2016.

If  you know of  anywhere we 

can drop into for an hour or so 

to meet parents and gain more 

survey responses then please 

get in touch on the number 

above and ask to speak to 

Laurie Haynes.

The survey is anonymous but 

every parent will be offered a 

free Sheffield lifeCARD donated 

by Sheffield International 

Venues as a thank you for 

taking part – but we’ll need 

your contact details for this.  

The lifeCARD gives significant 

savings on sport and leisure 

activities as well as access 

to some fantastic offers 

throughout the year.

“I hope as many parents and 

carers as possible will take the 

time to complete this valuable 

survey.”

- Jayne Ludlam, Executive 

Director; Children, Young 

People & Families (CYPF), 

Sheffield City Council

The Sheffield Parents’ Survey 2016: 
More Than Just Ticking a Box!



Did you know that a 12 month 
pilot of the STEP programme, 
running in 17 schools across 
the UK, is demonstrating that 
by improving your child’s 
balance, eye tracking and 
coordination you can impact 
on their ability to take in, 
process, retain and recall 
information?

STEP is a personalised physical 

exercise programme which aims 

to stimulate the cerebellum. 

It is suitable for children over 

the age of  7 who have general 

focus and concentration issues 

and symptoms associated with 

dyslexia, dyspraxia and ADHD 

such as poor working memory, 

cognitive processing issues, 

lack of  spatial awareness and 

coordination problems. 

School teachers (27/30) on 

the pilot state that they have 

noticed positive changes in the 

children reporting improvements 

in self-confidence, academic 

performance, well-being and 

behaviour.

Parents are also reporting 

improvements with many 

describing their child as being 

more confident, less anxious 

and better able to cope socially 

as well as academically. 

80% of  the children state that 

they feel a positive difference 

since starting their exercises, 

particularly in the areas of  

concentration, focus, and 

confidence. Many state that 

they are experiencing improved 

academic performance and find 

work easier.

The STEP exercises are 

accessed online and must be 

performed for 7-10 minutes, 

twice a day, ideally with the 

parents and school working in 

partnership. 

STEP is a recognised 

intervention by the British 

Dyslexia Association.  It is seen 

as complementary to other 

learning supports as it activates 

the ability to learn.  

Hear teacher, parent and child 

experiences. View examples of  

the exercises.

To share the news about 

STEP with your school visit:           

www.STEPtoday.com   

Why can STEP make a difference  
for children who learn differently?
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Do you know if your employer 
must allow you time off if 
your childminder is ill or 
if your child has a regular 
appointment? Must they agree 
if you want to change your 
hours? Waving not drowning 
is a Working Families’ project 
for parents of disabled 
children who are trying to 
combine paid work and caring 
for their disabled children. 

I (Janet Mearns) can answer 

questions on my helpline, 020 

7017 0072 or by email, janet.

mearns@workingfamilies.org.

uk. The answers to the above 

can be complicated. I would 

talk to you about your specific 

circumstances. 

Briefly;

• You can take unpaid time 

off  if  your usual childcare 

arrangements break down.

• There is no legal right to time 

off  for regular appointments, 

but there are circumstances 

in which you can use 

unpaid Emergency Leave 

for Dependants or unpaid 

Parental Leave. 

• Employers can refuse flexible 

working requests for good 

business reasons. 

• Turning down women 

without a good business 

reason could be indirect sex 

discrimination. 

Sometimes the answer is a 

friendly chat with your employer, 

but occasionally you could need 

Working Families’ support to go 

to an employment tribunal.

Parents can sign up for the free 

Waving not drowning newsletter 

which comes out three times 

a year and the monthly 

e-bulletin which will keep you 

up to date with legislation and 

tell you about other parents’ 

experiences. From time to time 

Waving not drowning is able 

to produce publications and 

run events. I only need my fare 

paying and I can come and talk 

to parents’ groups. Not only 

do I tell them about their rights 

but I listen to what they have 

to say to feed back to Working 

Families’ parliamentary officer to 

inform her campaigning. These 

occasions usually turn out to be 

friendly discussions with parents 

advising each other as well as 

listening to me.

There’s lots of  information about 

combining paid work and caring 

on Working Families’ website, 

www.workingfamilies.org.uk. 

Currently, you can find our 

factsheets and From Child to 

Adult: a guide to disability, 

transition and family finances, 

which can help you and your 

disabled young person decide 

when they need to apply for 

their own benefits and when 

your family might be better off  

if  they remain defined as your 

dependant.  For people who 

want an online chat with other 

working parents of  disabled 

children there is the Waving not 

drowning Facebook group.

If  you want the free newsletter 

and e-bulletin contact me 

through the website or 

email me at janet.mearns@

workingfamilies.org.uk. I look 

forward to hearing from you.

Janet Mearns

Disability Adviser

Working Families

Cambridge House

1 Addington Square

London SE5 0HF

Waving not drowning?
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