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How do we obtain views?
Parents views are collected during our regular coffee mornings and events. LPCF coffee mornings are held
bi-monthly in the following areas:- Boston, Spalding, Bourne, Sleaford and Woodhall Spa.
They are hosted by a LPCF volunteer who has been through our
induction process and who is a parent of a child with disabilities and/or
SEN.
The coffee mornings are held in an informal, friendly environment
where parents and carers can relax and gain support and information
relevant to their needs. For some, it is a place to offload worries and
anxieties.
Others share good experiences of what works for them.
It is a time for parent to parent support and for some, it is the
realisation that parents are not alone with their experiences, which
disperses feelings of isolation.
We also have guests who are invited to inform parents about the services they provide.

What we do with these views
LPCF volunteers gather issues that are important to parent carers and then LPCF feed them back
anonymously to service providers such as the Local Authority and NHS Lincolnshire, to enable them to know
if, where and how services need to be improved.
This report outlines the issues raised during the report period.
Any feedback LPCF receive from service providers in response to this report will
be included on our website—so keep checking our website for more details.
Have a look at the next few pages for how LPCF Parents’ Voices are being used to effect
change.

Where do service providers come in?
LPCF are the communication link being parents and service providers through which
information can be shared to and from both parties.
It is all very well and good that LPCF are gathering the views, thoughts and
opinions of parent carers to help improve the provision and delivery of services but
we rely on service providers also to feedback to LPCF about how they have
responded to parents’ concerns.
We will publish their responses on our website for parents to read.
Glossary of Abbreviations
CAMHS
Child and Adolescent Mental Health Services.
CQC
Care Quality Commission.
EHC
Education, Health and Care Plan.
IPSEA
A Charity that provides support.
LA
Local Authority.

Lincs CC / LCC Lincolnshire County Council.
OT
Occupational Therapy.
SALT
Speech and Language Therapy (Also S&LT).
SEND
Special Educational Needs and Disability.
TAC
Team Around the Child.
YPLP
Young People’s Learning Provision

Parents’ Voices Outcome 1 (Post 16 )
LPCF have spoken to Kate Capel (LLC Lead) about the experiences of children post 16.
We have been invited to be part of the Further Education leads meeting to discuss how we
can improve communication between schools/FE and also between FE/parents.

Parents’ Voices Outcome 2 (EHC)
We were asked to take part in reviewing the Annual review forms and guidance.
Following on from this an email went out to all educational settings (0-25 years)
in relation to new/updated paperwork for EHCP annual reviews.
The EHCP review form has been updated following extensive work and has taken on all the
feedback from stakeholders, including LPCF and the SEND team.
The guidance is a new document and will hopefully help clarify expectations for settings in
relation to the review meeting, completing the review form and other related issues.

Parents’ Voices Outcome 3 (Graduated Approach )
LPCF have also been invited to be part of the Graduated approach guidance development
working group.
We fed back parents views to the group, who will then be discussing this with other
stakeholders.

LPCF “Your Say”
Comments from our “Your Say” web page.
Parents can comment on anything; positive or negative and about any
agency or organisation they have had experience of that affects their family life.
Good to Excellent

Mixed or Moderate

Poor or unsatisfactory

Education
My boys who have autism are set in their ways and I forgot to give them their bottles of water, so I went
to fetch some bottled water, gave them to receptionist to hand to them, I was reminded that the boys can use
the water fountains.
I said, “no they won't use them unless they are reminded to drink, but my rules are they are to drink the bottle of
water I give them, especially on a hot day, then I know they have drank it”, only to find out the receptionist didn't
follow my requests and my sons came home with sweats and headaches and not drank all day because they didn't
have their reminder bottle of water.
After the weekend I went to the receptionist and said “why didn't you give them to my boys? , answer “We don't
do that there's plenty of water around school” arrrrgggggh
Boston Coffee Morning July 17 - EHC Plans
Was helped by Core Assets and helped by school.
Awaiting school to gather information, seems to be taking weeks (we have applied before and it was rejected so they have information)
The need to chase up the other school where my son is at on his temporary placement.
Boston Coffee Morning July 17 - EHC Plans
Emailed and had to wait a few weeks for a response.
Learning Support Worker very helpful and has sent useful information to help me with XXXX’s EHC plan.
Bourne Coffee Morning - SEN support Boston College
Can stay on at Boston college after 20 years if needed.
Bourne Coffee Morning - SEN support Peterborough Uni
Fantastic for children who are hands on engineering. S.E.N.C.O and staff seem to know what to do to meet my
son's needs.
Bourne Coffee Morning - EHC Plans
Why do I need one for my child? Why can't the school meet my child's needs by looking after them and
listening and supporting without a piece of paper? They are paid to do a job! its all about money!
Where have the IEP's gone with targets/outcomes no wonder I need EHC (another piece of paper to throw in
the cupboard).
Bourne Coffee Morning - Supported Internship
Not good if you need extra support and want to do an internship because you need an EHC plan before the
support will be put in place.
Bourne Coffee Morning - Graduated Approach.
My child gets SEN support. Does he need graduated approach now?
What is this?
Unless you are an authority figure, you do not understand what this is?
Spalding Coffee Morning - Post 16
DSA at university is helpful and they set what they need.
Having to wait for the assessment and organise it is difficult.
It needs to be all done and dusted before they start.
Spalding Coffee Morning - Transitions
What Transition!

LPCF “Your Say”
Comments from our “Your Say” web page.
Parents can comment on anything; positive or negative and about any
agency or organisation they have had experience of that affects their family life.
Good to Excellent

Mixed or Moderate

Poor or unsatisfactory

Transport
Bourne Coffee Morning - Transport
Acorn works so well for many parents/children. Don't change something that works well. Large buses are going to
cause more stress for children/teachers. Danger may occur to children, being around so many other children.
New escorts do not know our children and their complex medical needs. Training for the individual needs to
happen for children with medical needs and require suction, oxygen, buccal etc.
Bourne Coffee Morning - Transport
As a parent of a ten year old girl who suffers from cerebral palsy;
I am concerned about the new provider of transport to school. My daughter is a very hard case who has behaviour
issues and who would not tolerate strangers. Travelling with a car with no music in the background is very stressful
for her as music calms her down.
I am afraid that this will impact on her behaviour at school. It is also unsafe to sit some children next to her as she
grabs people, pinches and bites. My daughter needs constant supervision and routine and changing it will impact
family, the school and even the taxi driver.
I was not contacted by anyone from the new provider to make sure that my child will be able to access the bus in
her wheelchair.
Bourne Coffee Morning - Transport
Change of provider lack of information to parents regarding the changes. This will have a big impact on the
children, which will have a negative effect on their school day.
School know the intricacies of the pupils - who should not sit with who due to behaviours etc. Yet schools have not
been involved in the planning. Parents need reassuring that transport staff are familiar with severe special needs
and medical issues - seizures suction etc.
Bourne Coffee Morning - Transport - Acorn
For a few years our autistic child has had Acorn home to school transport.
Our family has been very pleased with its services.
This is very important for our autistic child to have consistency and know the people who
take him to school. Any changes in our child's routine make him and our family feel frustrated.
We hope that our view is important.
Bourne Coffee Morning - Transport
Current provision with Acorn is fantastic. Do not want change when it works.
Home/school transport changing companies with no contract or consultation with parents. Told larger buses,
longer travel times, less support staff ratio. Are staff trained?
Which children are together?
Very unhappy with poor communication and lack of information.
My child will not be safe or happy with changes proposed.
Spalding Coffee Morning - School Transport
Always found them helpful and understanding.

LPCF “Your Say”
Comments from our “Your Say” web page.
Parents can comment on anything; positive or negative and about any
agency or organisation they have had experience of that affects their family life.
Good to Excellent

Mixed or Moderate

Poor or unsatisfactory

Transport continued
Bourne Coffee Morning - Transport
If you use larger vehicles to pick up children this won’t work as pick up times will be too early children will be
stressed before they start school and parents will be too.
How safe will children be with one escort if something happens or a child has a seizure?. Will they have medical
training?. Some children can be violent and can't be sat near others, some are vulnerable in wheelchairs. Getting
large vehicles into school car park will be difficult as traffic is very congested at school time, due to school traffic
from adjacent school.
My current transport provider wasn’t even aware of my son's disability, they just thought he was autistic when in
fact he has a muscle wasting condition. Will new providers be fully aware of children’s conditions?
There was supposed to be a meeting about transport before the end of the term, nothing has been arranged.
Bourne Coffee Morning - Transport
Good to have alternative to public bus. Too long a journey for our children.
Not trained escorts or drivers, they need training. Dangerous.
Bourne Coffee Morning - Transport
Parent has had to pay £1000 so far to get the young person to college. Travel plans are still not in place and to save
money more children (15 max on a mini bus) are being picked up and covering a wider area which means the child
will have a very long day.
Another young person whose nearest college is Lincoln has been told that transport can be provided to Boston but
they do not do the course that is required.
Bourne Coffee Morning - Transport
Transport is still the main gripe with the parents especially 16+ when parents regardless of low income still have to
find the £500+ to get their young person to school even though it is still law for that child to stay in education until
they are 18.

Its not ALL bad - LPCF Awards Nominations.
Up to Xmas we would like you, as parents to nominate
professionals
or teams of professionals who have gone above and beyond for you and/or your child.
Who is your star person or organisation?
Have they given you extra support?
Are they attentive with your child?
Do they deserve recognition?
Do they think outside the box and come up with wonderful ideas?
It could be a SENCO, a teaching assistant, someone from the Local Authority,
a team of Occupational Therapists, a social worker, a volunteer or voluntary
organisation.

LPCF “Your Say”
Comments from our “Your Say” web page.
Parents can comment on anything; positive or negative and about any
agency or organisation they have had experience of that affects their family life.
Good to Excellent

Mixed or Moderate

Poor or unsatisfactory

Health
Would like to know how to get a child appointment to see what condition they have, as cannot get a doctor’s
appointment.
Specsavers Lincoln High Street has autism friendly sessions coming up, Sunday 3rd September.
When making an appointment please ask them for the quiet clinic and let them know about any reasonable
adjustments they can make to help you, your child, young adult or adult.
Boston Coffee Morning July 17 - Paediatricians
Last appointment in June covered a lot and seemed to go well.
Negative - Waiting time - my son referred for ADOS in November 2016 and still waiting - July 2017.
No idea given of diagnosis.
Boston Coffee Morning July 17 - Liaise
Very informative, given lots of information and guidance.
Spalding Coffee Morning - Diagnosis
I was lucky as the paediatrician I had was very knowledgeable.
He started off well and gave me loads of info.
I moved to Lincolnshire and had to fight to get an appointment.
There is no one to sort or help when they are adults.
Spalding Coffee Morning - CAMHS
They saw my daughter.
There should be a plan to support all children when they are diagnosed with Autism, on how to deal with.
1 Change , 2 Panic Attacks, 3 Meeting Strangers.

Social Care
Why is it that when the parent asks for a social care package to start early, only to be told it's too early to sort out
wait nearer the time? When it's not done by the time the young person turns 18 the process still not done and the
parent has to nudge the process yet again. In the real world the young person’s needs are not being met as per
social care plan.
When the final process has been agreed why is there no confirmation this had taken place or a
letter of confirmation or a form to sign straight away?
A month later the parent has to nudge again and suddenly yes, got confirmation in writing and letter of
agreement signed. Parents do, like myself need to be organised as things go AWOL and sorting out other
family members too and also sort out placement settings before schools break up for holiday.
There is a lot of written information about good transition, why don't local Authority act on these?
It's a proven fact that if you start transitions when it is supposed to start then money is saved because
it flows seamlessly so no mistakes are made, and we all know mistakes cost money!
Boston Coffee Morning July 17 - Carers Assessments
Very good, felt at ease, understanding and helpful people
Spalding Coffee Morning - Respite Care
What’s that ?

LPCF “Your Say”
Comments from our “Your Say” web page.
Parents can comment on anything; positive or negative and about any
agency or organisation they have had experience of that affects their family life.
Good to Excellent

Mixed or Moderate

Poor or unsatisfactory

Other
Wheelchair Services - Millbrook Healthcare
My daughter is reliant on her wheelchair on a daily basis due to having cerebral palsy. We requested
an appointment at the wheelchair clinic way back in Dec 2015 and were told that it may be at least a year.
A year later we requested another appointment bearing in mind we wish to purchase our own wheelchair
and only require a voucher.
We finally got the rehabilitation engineer out to assess her in May 2017 this was after wasting our time attending
the wheelchair clinic in Boston to be told that we would have to be assessed again even though we only
wanted a voucher. My daughter had to take time off work for this. Common sense does not prevail here.
She has always been in a wheelchair so it should be of no surprise to them as she has had numerous
appointments with OT's Physios etc as Cerebral Palsy does not disappear.
Anyway, finally we were underway and went off to Bromakin to choose a wheelchair. Thought this would be
easy now. How wrong could I be? The quote had to be sent again to the wheelchair clinic to be signed off again.
This was sent on 18th July and on 11th September after many phone calls to many answer phones we got the
voucher today. Now we have to wait 12 weeks for Bromakin to order it!!
For all those people who rely on wheelchairs for daily living - you need to give them at least 2 years notice
that you need one. Lets just hope the wheelchair lasts for 10 years like we have made the last one!
Apologies were given but the system and processes need looking at urgently.
I have offered to be on the user group but apparently there aren't enough interested parties yet.
If anyone else has been through this or similar please contact LPCF using the admin address.
Spalding Coffee Morning - Lincolnshire Parent Carer Forum
Thank goodness they are here!
Bourne Coffee Morning - Leisure - Short Breaks
Works really well for us at John Fielding school. Jane Tarrant is really good. Always lots of different
activities for children in summer holidays and after school club.
When funding runs out what will happen? Would be really bad if we lost this valuable service.
Bourne Coffee Morning - Childminders
Too expensive for a child with special educational needs and disabilities, especially if you live in a rural place.
Is there any? Are they all private at £20 per hour?
Bourne Coffee Morning - Lincolnshire Parent Carer Forum
Fantastic wealth of knowledge. I want to take the parents into my school to support me.
Spalding Coffee Morning - Staff Training/Skills
Training of staff is still too little. Why can they not read about common difficulties such as, Dyslexia, Autism,
Dyspraxia/hyper-mobility?

LPCF Parent Feedback
Comments from events such as Coffee Events, Email, Telephone etc
Parents can comment on anything; positive or negative and about any
agency or organisation they have had experience of that affects their family life.
Good to Excellent

Mixed or Moderate

Poor or unsatisfactory

Education
FB 24 July 17 Well, my son’s on his 4th caseworker now, he's 12, on EHC plan, waste of time, and at a critical
point where we are choosing a special school. The caseworker left last week without telling me.
They're very good at....... leaving you in limbo.
FB 24 July 17 I have to say my son’s caseworker for his EHCP was absolutely fantastic.
However, it does worry me about post 16 transport as if my son goes to college I don't think he'll be able to cope
on public transport at all.
Boston Coffee Morning July 17 - Transition to secondary school
Young person still has no EHC plan and the SENCO at the next school is too busy being a teacher to sort things out
even though school holidays are coming up. Primary school still think they are coping with their interpretation of
the SEND support i.e. in yr5 had one IEP, able to have scribe but not in the yr6 SATS assessments.
Bourne Coffee Morning July 17
Parents spoke about Bourne Academy 3 parents’ children from there, good support from SEN team, poor from
other staff.

Health
FB - As part of my paediatric conversion course (I was a general nurse initially) I visited a music therapist and
observed some work. It was amazing how non-verbal children lit up and communicated emotions as she worked
FB - It took us 14 years to get the ASD diagnosis. ..did all the paper tests with one Paediatrician to say she is under
the umbrella of severe learning disabilities yet strangers would say yes she does have Autism and the main
characteristics of Autism.
Lets just say persistence paid off and we got the diagnosis just before she turned 18 with another Paediatrician
who took one look at her, wrote ASD in black and white. We did it to help with her getting the right support in the
Boston Coffee Morning July 17 - Educational Psychologists
Last time they saw my son was a year ago. I think this needs addressing.

LPCF Parent Feedback
Comments from events such as Coffee Events, Email, Telephone, Facebook etc
Parents can comment on anything; positive or negative and about any
agency or organisation they have had experience of that affects their family life.

Transport
FB 7/ July 17 Lincolnshire County Council school transport: "All I can say to you is that without direction
from central government we wont do anything about this".
This being how families on a low income are financially discriminated against because they have a child with
additional needs, who is over 15 and cannot access mainstream provision (so we choose to accept and pay for him
to attend an Independent school). How? By having to pay the transport costs that for such children who study at a
publicly funded school or college, or are on an unpaid training course are covered by the 16-19 bursary fund.
Once again having to go through the degrading process involved, when with the disability benefit awarded from
16, unlike the one for under 16 there is no mobility element awarded for him, so already worse off & needing to
find £510 a year.
In Cambridgeshire they waive the costs for families on a low income so it's a postcode lottery on poverty.
Boston Coffee Morning July 17 - Transport
Council have awarded the contract themselves.
There will be too many children on the mini-busses, some of which can’t
sit near other children as they grab them.
What time will they get picked up and dropped off, too long on the bus.
Change not good for autistic children.
We will be stuck with transport connect for 5 years if they aren’t very good.
Boston Coffee Morning Sept School Transport
Transport was the main issue with parents feeling apprehensive that when a child with special needs turns 16+ that
the child will have to contribute to the transport. In reality parents are having to pay as the young person is still in
education and not working.
Parent reported that before the summer holiday a Special School was told its transport was under review and a
new contract firm was to take over, even though the children had got used to the pa's and driver over the 2 years.
Parents were told they would be given lots of information and there would be no problem for when the new
September term starts. The meeting was held 2 days before school broke up, so any concerns couldn't have
answers straight away.
In September many of the Pa's had no DBS/training/ contracts not done properly and children not knowing who
would be picking them up. There are more children in a mini van and the children are spending more time in the
minibus ie more than the 1.5 hrs nearing up to 3 hours. The new firm is not local so it is not familiar with the
routes. It ended up with parents actually saying which was the best route during rush hour time.

LPCF Parent Feedback
Comments from events such as Coffee Events, Email, Telephone, Facebook etc
Parents can comment on anything; positive or negative and about any
agency or organisation they have had experience of that affects their family life.

Other inc Leisure, Benefits
FB Aug 17 Looking for holiday groups in the area for my 3 girls, one day a week would be fine.
I'm struggling at the moment as I don't drive so I'm restricted.. My eldest has slight mobility issues.
Boston Coffee Morning July 17 - After School Provision
AFC run club at John Fielding, very good, my son is in a wheelchair and they look after him very well.
However, my son is unable to attend as they haven’t got the extra people to support him.
Boston Coffee Morning July 17 - Claiming Benefits
Carers Allowance—Straight forward process/easy process
Boston Coffee Morning July 17 - Short Breaks
After school club and holiday club at school. Familiar surroundings. AFC are really good, lots of activities.
Staff are wonderful.
Funding will run out next year, What will happen then?
You can only go until you are 18 (but if attending school until 19)?
YPLP have been helpful for one young person for the next step from college.

Boston Coffee Morning July 17 - Personal budgets/Direct Payments
Young person gets to go out and do stuff with Personal Assistant.
It was so hard to set up and not had any help from Penderels.
Boston Coffee Morning July 17 - Respite Care
Gives parents some time to relax from caring 24/7.
Gives young people a chance to meet other young people and have quality time away from family.
They are really good at losing stuff, despite having name tags .
Parent found the LPCF information event informative and a good way to put their opinions over in a
safe environment. LPCF was praised for signposting regarding benefits.
Self Care Strategy Final Document
Parent commented :
To be honest I found it all a bit confusing, what are community assets, community directory of service and
neighbourhood teams and how will carers be able to access them? Is there a self- care framework in place in
neighbourhood teams and a directory of service already, as is suggested by the completion dates?
Maybe it's just something I'm not aware of or has been in a previous document. I agree in principle of self-care but
after reading this I'm not sure I've got any idea how it's actually going to work or help carers.
All carers would like to feel empowered but mostly they are shattered and tired of fighting so need support.
I think I was more confused after reading this document.

Our Coffee Event Hosts Rachel, Caroline, Coralie, Carol, Sarah &
Michelle.
All of our hosts are parents and carers of children with disabilities and Special Educational Needs
and bring with them their own experiences of the challenges they meet on a daily basis.
Most of the volunteers started with us by attending one of our coffee mornings
and their profiles can be seen on the team page of our website.

Thank you
To everyone who kindly took the time to give us their honest opinions.
As Lincolnshire’s Parent Carer Forum we believe that families should be
involved in any decisions that affect the lives of their families.
The voice of the parent carer and the voice of the child are key to providing
good quality service.
Please keep your views coming in. You can use our “Your Say” page, email us
your thoughts, feedback to our representatives at your local coffee mornings,
Facebook or leave us a message on our answer phone.
We now have a new LPCF Award for professionals and or organisations who
have provided outstanding services to you and your family.
To nominate please see the home page of our website.

Contact Details: To find our more about LPCF coffee mornings, events
and activities, please use the email address or phone number below.
If you phone, please leave a message and we will return your call.
Website: www.lincspcf.org.uk
Email: admin@lincspcf.org.uk
Address: LPCF, PO Box 1183, Spalding, PE11 9EE
Tel: 0845 33 11 310 (leave a message)
To subscribe to the Lottery Club,
Use our website (fundraising page) or email admin@lincspcf.org.uk.

