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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 between 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 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
Building Communities of Specialist Provision:
A Collaborative Strategy for Children and Young People with
Special Educational Needs and Disabilities (SEND) in Lincolnshire
LPCF volunteers have attended 13 Consultations hosted by the Special Schools, three Public Consultations and three
independent LPCF Consultations.
Volunteers have also been involved with collating parents’ views at our events and LPCF have published a report to
help inform the process.
During the development of this project our volunteers have contributed as follows:











Attended many meetings with the Local Authority and Heads of Special Schools.
Our team had input into the narrative document including two of our representatives being filmed
for inclusion in the document.
Input into the two-page bulletin of the summary to ensure stakeholders were informed of the main bullet
points in an easy to read format.
LPCF had input into the Frequently Asked Questions sheet so that parents could be informed prior to the
consultations.
Input into the design and wording of the Questionnaire to make it as easy to read as possible.
LPCF have regularly emailed all parents and other stakeholders including professionals, support groups,
voluntary organisations, schools and SENCos to keep them informed of the documentation, website pages
and access to all consultations.
We regularly used Facebook and Twitter to inform parents about the proposals.
Our volunteers informed parents of the opportunities provided for them to engage at every coffee morning
and event during the consultation period. If they were not able to attend in person they were advised on
how to participate in giving their views.
Our own survey has increased our membership and all new members have been written to and invited to
give their views on the proposals.

The report from our consultations will be published on our website shortly.

Parents’ Voices Outcome 2
Health
Health
LPCF are currently involved in a project working alongside the Local Authority and Health partners to explore existing
provision and to help develop more joined up working.
Our team are currently mapping our children's journeys through the Health, Education and Social Care systems to
help inform the planning process and identify any issues parents encounter on a regular basis.

Parents’ Voices Outcome 3
Guidance on SEN support
Our team were involved in the development of the SEN Support Guidance documentation which has now been shared
with all Mainstream Educational settings.
While this document is aimed at settings and professionals, it is a key document that is of value to parents, carers
and young people too. It can be found on the library page of our website for your information. (February 2018)

Parents’ Voices Outcome 4
Hub project - (EHCP approval and funding )
In January 2018 LPCF were invited by the Local Authority to take part in the weekly panel that decides whether a
child/young person needs additional special educational provision to be set out in an Education, Health and Care
(EHC plan). The weekly panel is known as the “Hub”.
The Department for Education provided funding for a twelve week project to trial our participation in these Hub
meetings.
We are delighted to report that our attendance has been noted as a valuable part of the decision making process
and the Local Authority have pledged their support in continuing with our attendance.
Our participation has enabled us to see first hand that the process is transparent and that the decisions are made
based on evidence provided by the services involved in assessing and preparing the EHC needs assessment outline;
i.e. the EHC plan submission.
Each case is reviewed by a group made up of - Education (Special Educational Needs and Disabilities (SEND)
Manager), Educational Psychologist, ESCO (Early Help Care Co-Ordination), Health, Social Care, Early Years, school
SENCo (Special Educational Needs Care Co-ordinator) and a Parent Carer Forum representative.
Our representative has been specifically chosen for this role due to having expertise in the field of special
educational needs, as well as being a parent carer.
The process is highly confidential and our attending representative has to adhere to strict protocols and Data
Protection regulations.

Making parents’ views and voices heard with service providers

Parents’ Voices Outcome 5
Review of Continuing Healthcare FastTrack process leaflet
Our team were asked to review the patient information leaflet that has been put together to explain the
Continuing Healthcare FastTrack process, using frequently asked questions.
The aim of the leaflet is to provide people with additional information for them to refer to at a later time.

LPCF Parent Feedback Systems
The key role of LPCF is to gather parents’ views and after collation and analysis,
ensure service providers and agencies etc. are aware of the views of the LPCF membership.
As well as periodic, targeted surveys and gathering case studies,
which are reported on separately, LPCF listens to the
Parents’ voices of its membership via a range of methods including
LPCF “Your Say” web submissions, Coffee Events, Email, Telephone, other meetings 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.

LPCF Parent Feedback
Comments from our “Your Say” web page and 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

SOURCE KEY: CM - Coffee Morning and Locality e.g. Boston, FB – Facebook, YS - Your Say web page

Education including: Further Education
Children are under too much pressure. Time limits to complete work is too much pressure.
Staff are not happy therefore children are not happy. (CMSch)
EHC :Its a law abiding document. It is not a working document therefore it is put to the side.
Do children really meet their outcomes? (CMSch)
No time to meet needs.
Staff are not changing their approach in mainstream. They do not listen to the child. (CMSch)
Parent stressed out as their son's primary school has let them down. Since starting there they have not been
supported and the child is in Year 6 and appears to be calm at school despite having a ball to squeeze, but
behaviour is explosive at home and attendance level has been poor but no one has picked this up; the child doesn't
want to go to school and has been bullied in the past.
The primary school have had many staff changes and SENCOs have not been consistent, no SEND support as school
think even if the child is 2 years behind educationally there is still no problem. (CMBos)
It was good to be invited to a support group in the school, for parents to meet up and it was good to have a guest
speaker from LPCF. (CMSch)
Moving in to FE / Adult Social Care
 A parent’s voice disappears when child is 16.
 Young people are not cured at 18!
 What happens after college?
 Supported internships - lack of accountability from employers to offer anything after it ends - government
loophole.
 Colleges interviewing for jobs when they don't exist just to get YP on to their apprenticeship courses.
(CMLin)
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Education continued
Parent having problems finding special needs Secondary school- local school after a year of waiting have decided
they can't meet the needs. Parent will be visiting more schools but child has had a bad experience with transport
so need the nearest school. (CMSle)
Boston College wouldn't take my son on a level 1 computer course as they don't think he would cope even though
its the course he wanted and would do fine even his school said he would cope OK. (CMSpa)
I am very happy about SENCo in my child's school. Really have a positive service, good support at school for my
child and a lot of information ...WELL done to Parish School Spalding. (CMSpa)
Things going well at Parish School in Spalding (SENCo is very supportive). (CMSpa)
Parent took young person to Boston College to possibly go on the IT course but as the young person needs some
support Boston College have denied entrance -they are now going to explore Grantham College who have an open
day in February and will check out website. (CMSpa)
FE college not helpful regarding course for son who attends SEMH school. (CMSpa)
Parent spoke about £6,000 notional budget to school. Parent said school said child won't get an EHC because
they are using the £6,000 and meeting needs, but parent worried about the future once hormones, pressure
and stress add to a child’s already anxious state. (CMSpa)
We asked school for play therapy for my daughter's anger and aggressive outbursts and was told Lincolnshire are
no longer providing this. (FB)

Parent was praising Bourne Academy for the support it has given, but is worried about hormones, exams,
pressure and the impact this might have. (Meeting)

Making parents’ views and voices heard with service providers
EHCP
This has been my argument all along. The EHCP is at best, confusing school jargon, very vague & over or under
complicated. There is no consistency, it's a very long winded process with what seems to be needed far too many
inputs with little outcomes that are for the most unique to the child.

The plans cannot be guaranteed to be adhered to in any way, this and others with EHCP in the same class will
always be impossible to follow. The teacher, and usually one TA will have their work cut out attempting to stick to
each individual’s tailored needs. Unless the school are very on the ball or totally professional regarding this support
I can only see a stress and difficulties, especially with mainstream schools.
Meanwhile the child and family suffer in the confusion that is the ridiculous to follow or understand why if it's not
followed specific to the child, is even the point in them at all... (FB)
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Health
Parents do have a Paediatrician, been through genetic screening but not sign-posted to information or any groups
and is known to CAMHS. (CMBos)
Tourettes – lack of diagnosis in Lincolnshire. (CMBou)
Parent spoke about CAMHs, her family is about to be discharged but not happy with this as feel still more
work to be done. (CMSpa)
Medication being prescribed by paediatrician and GP has no knowledge of it, parent just being referred
back to GP and having to start referral process over again. (CMSpa)
CAMHS - problems with transitions to Adult Mental Health. (CMSpa)
Transitions pathway - Health need to be involved as no reports for EHC process.
No health professionals at meetings. Parent referred for health check a year ago and nothing yet. (CMSpa)
Parent commented there seem to be delays in obtaining mental health services appointments. (CMSpa)
Still not quite there - but getting better. (CMSpa)
Services for children with mental health problems and or ASD in Lincolnshire are appalling.
They don’t seem to provide anything! If you already have a diagnosis they don’t want to know, any difficulties
your child has after diagnosis is put down to the pre-existing diagnosis and you’re told there’s no help available.
They don’t diagnose or treat Tourettes or any sensory difficulties either. (FB)
There is no paediatric NHS OT in Lincolnshire, we've just had to pay for a private assessment.
Best money we've ever spent though! (FB)

My daughter's paediatrician said she needed sensory integration therapy but said you've got no hope of
getting it on the NHS, it's so sad that the children who need the most support are missing out on vital services. (FB)
I have shared my frankly horrifying experience at Boston health clinic. 3 years after first referral by
nursery/ early years support (we were in fact fast tracked to top of waiting list for further investigation)
and still no further forward and the treatment at the hands of a "Dr" at the clinic has been nothing short of
disgusting. In process of formal complaint using POwher advocates. (FB)
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Health continued
Local Health Clinic
Treated appallingly by this Dr they dismissed all concerns made by us, nursery, school and early years intervention.
Said (exact quote) "meltdowns are not part of autism" "all children have sensory problems". ."what do you want
drugs??".
Shouted at my 5 year old who was really anxious in corridor wouldn't come into room (fight or flight) “stop your
silly behaviour you can’t just get your own way”. Quoted in the letter to GP child looked at me at least once cannot
be autistic.

Also stated mum was "adamant" and "insistent" child was autistic.
I said nothing of the sort but stated that after THREE years of appointments and multiple school exclusions,
distressing sensory problems, severe anxiety issues, huge violent and distressing meltdowns when demands placed
upon her I felt (as did school, working together team, educational psych) that it was time for further assessment
such as ADOS.
I am now in process of formal complaint against this Dr. I have spoken to many parents who have received
the EXACT same treatment (word for word) from Dr. (YS)
(Edited for Confidentiality )

Making parents’ views and voices heard with service providers

It’s not ALL bad - LPCF Awards Nominations.
From 1st April - 30 June 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.
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LPCF
Michelle talked through the website and what was on it. Had heard about it but wanted more detail which I got.
Good to look through leaflets. (CMSch)
Haven't heard of some agencies spoken about at the coffee morning. (CMSch)
Good website, nice parents running coffee mornings. Would like a newsletter or monthly details of dates. (CMSch)
I have rarely used your services, but I still value my membership - thank you for being there. (Email)
I just wanted to take the opportunity to thank John for attending our parent carer group meeting.
His talk was really well received and I think the parents were really engaged by what he said.
I think all of us who attended found it useful. Hopefully you will gain some new members from it.
Please pass my thanks onto John. (Professional Feedback) (Email)
Just a quick message to congratulate you on a superbly organised event on Tuesday, you must be very pleased–
and to Carol for wonderful food (she makes a mean egg mayo!). (Email)
In January I met a lovely lady from your team at my child's Special School and I was speaking about my journey with
our little boy and said I would share my story with you. I'm not a member yet but I would like to register. (Email)
Please keep up with these very important documents and moulding that will suit all disabled needs throughout
the spectrum.
I would like to take this opportunity to say Thank You for all you do and to wish you the best of luck in the future.
(Email)
Two new parents attended LPCF coffee morning that came to our information day and were very grateful for
being at the event and to the friend for giving them our link.
They have been managing on their own and were from another county now living in Lincolnshire.
Parents felt isolated but were relieved that they were not on their own and that they went away with a simple
plan of action- small steps and to keep evidence in a form of a diary or files. (CMSle)
I have just completed the survey with a glowing reference for my child's school.
They have supported my child and us as a family fully throughout our time there.
However, I wish that there had been a section for previous schools.
We withdrew our child from a school that was very poor in the support they provided and I feel that the survey
didn't reflect our experience of the full education system. (YS)
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Parents
Your Say Contribution
There are many, many excellent parents out there and many, many excellent professionals and folk
supporting parent carers .
However - sadly, all too often I am aware that professionals and those trying to help parent carers are
criticised and moaned about by parents who in many cases don't do their research and learn about how
systems work before they bemoan the people working in them or the decisions they come to.
As a carer I have witnessed parents and carers who have wholly unrealistic expectations of services
and in some cases seem more interested in getting their child a diagnosis for the benefits and
enhancements it may bring rather than really being interested in the child's best interests.
A child's education and best interests start with its family and some families could be seen easily as
not doing THEIR best, instead looking to professionals and services, rather than themselves.
In the present world with professionals etc. under pressure it would be nice if parents did their bit
to help too e.g.












Keep appointments.
If you have to cancel tell people well in advance if possible.
Be prepared for meetings - know what you are discussing and what the meeting goals are.
Be clear about what you want but understand you may not get it all.
Have your supporting evidence to hand, dates, issues, letters etc.
Learn how the systems, such as EHC planning work and do your homework and planning to avoid
wasting people's time.
LISTEN to what you are told and make note and take it on board.
If you don't like the policies and rules applied - don't blame the messenger.
Find out who makes policy and tackle them appropriately.
Show respect to professionals and volunteers trying to help you. And they will do likewise.
Don't leave it to others to fight your battles.
Finally - don't expect things to happen if YOU do not engage with agencies etc . Change comes about
through YOU taking action and working hard.

I repeat there are loads of parents doing a great job out there - a big shout out to you.
Ditto for all those professionals, volunteers and agencies.
It is such a pity that it is not all parents !
Nuff said me thinks— just my personal view.

LPCF Parent Feedback
Comments from our “Your Say” web page and 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

Local Offer
Really good - Local Offer looks good when going on holiday to see what's there.
Lots of information shared. (CMSch)
Didn't know about the Local Offer prior to the meeting. (CMSch)
No mention of Local Offer on LCC website under disability and sensory impairment.
Once put in search for local offer, 3 clicks then where local offer is shown misleading button
“FIND A LOCAL OFFER” made me think was another step to get to it, needs relabelling. (CMSpa)
On the actual LCC website parents are not aware you need Family Services directory & Local Offer
4all is still on the site but it has gone Local Offer - can go round in circles from different sites.
Inconsistency. (CMSpa)
I tried to find a local offer but couldn't find one.
For parents it is not easy. (CMSpa)
Google - can access but only if you know the words to put in. (CMSpa)
Have tried to access the Local Offer pages. It was very difficult to find.
It would be more logical under the disability heading rather than using a search. (CMSpa)

Government Blue Badge Consultation
Facebook - Article entitled
“It’s Time for the UK to Expand Blue Badge Access for Hidden Disabilities” by Care2.com
Bit of a misleading title.
The Blue Badge Scheme already caters for a number of hidden disabilities such as heart conditions, Reynaud's etc.
Reading up on this is interesting and could massively expand the number of potential holders whilst
not guaranteeing an increase in spaces available, thereby leading to greater competition for the spaces available.
By deduction individuals with mobility issues could be ousted by others who are more physically capable
and less in need for the closer proximity often required by some.
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Benefits
Parent had problems with college and the stopping of benefits from DWP-due to young person's mental health
issues which prevents the young person struggle/unable to attend first day registration at college or attending a
course. (CMSpa)

Carers First
Carers First told me they could not find out any information about the Local Autism conference for me –
even though they are paid to support parent carers. You kindly gave me the information. (CMSpa)

School Transport
Parent showed concerns “How safe is home to school transport?” (CMSpa)

Short Breaks
Information not sent to our children in Mainstream - we get forgotten. (CMSch)

Transition
Lack of support once transition from school commences. Ditto for move to Adult Social Care / Health
(Almost as if people are magically cured). (CMLin)
Transitioning to adult services well before the 18th Birthday as may be too late in year for college. (CMSpa)

Voluntary Organisations
Good parent groups all over Lincolnshire.
Need to be more welcoming and non-judgemental. Also need to advertise more. (Not LPCF) (CMSch)
Parents Supporting Parents with Autism - it was a very good group run by parents was made to feel welcomed
and nice to chat to others and had guest speaker from LPCF. (CMBou)
Siblings not being supported by health as no Action for Young Carers. (CMSpa)
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Cross Services - A Parents Tale
Via Email
T was born early 2011 and he was just beautiful and perfect in every way, he was growing well and meeting all the
usual targets set by the health professionals, we went to Sure Start groups and interacted with other families alike.
At the age of 2 we found a pre-school we really liked and put him in for the 15hrs and he was doing ok.
We were expecting our second baby in July, so this gave T social time away from Mummy and to make friends.
As time went on T’s behaviour started to change, he wouldn't play with other children, he would get cross and
not be able to sit on the carpet very well. He was also not wanting to use a potty and when dirty didn't want to be
changed or say he was dirty. So we had a meeting with pre-school staff and we decided to put him on a TAC to
support him.
I contacted the health visitor and she said to leave potty training for now with a new baby coming and to keep
trying a bit later on.
Time went by and problems kept coming up in pre-school and we would have meetings and keep a communication
book between us.
I went to the doctors’ and asked for advice and they passed us over to paediatrics. TAC continues for a while,
the school nurse gets involved and the health visitor supports us as well and then we see the paediatrician, not
much comes from it all and we carry on. T is now 3 going on to be 4 and about to start school. Toileting is still a
problem, he is not dry and soiling is still happening, we have been to see the doctor and they don't have the
answers so it's another referral to the paediatrician.

T goes for his trial days in school and they go ok but he has toilet accidents, I have a feeling something isn't right
whether it be ADHD or something close but no one is listening and I'm trying everything I can to get help,
T is becoming hard work and I don't have the answers pre-school are no help and the health visitor is not much help
either.
So the summer holidays come and go, we have huge ups and downs with T and behaviours that we thought were
tantrums and just being naughty and just not wanting to do as he was told and not wanting to use the toilet.
So now it's September 2015 and he starts Primary School and things are ok but not great. I’m working in a children's
home so I'm here, there and at home, and I start to get pulled into the classroom after school to talk about T and
how he is behaving in the classroom, as time goes on it gets worse and I give up work as I can't cope with all the
stress that is going on and it taking a huge impact on life for all of us. I'm called most days from school to say that T
has hurt someone or he has soiled and they won't clean him up and I need to collect him which means he is missing
the rest of the school day as I need to take him home to clean him.
I contact the school nurse about it all and we have tried it all, from getting cross and shouting to ignoring the
behaviour to showing the mess he is in, the lot even a star reward chart was just not working. Everything that
was going on in school was being recorded and the head teacher at the time would take T out of the classroom and
put him in her office to get him to do work like he was naughty because he would not behave in the classroom he
was becoming disruptive in the classroom at times and he did hurt the odd child but not to be nasty, out of anxiety
that we didn’t know. He was given some one to one time but it was not enough.
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Cross Services - A Parents Tale continued
There was one morning T had kicked off big time and hurt his sister 3 times before we had even left the house so he
was given time on the step to calm before getting in the car, once in the car I was putting his seatbelt on and he
slapped me so hard round the face it stung and I put my fingers on the bottom of his cheek trying to stay calm
and said “You don't hit Mummy.”
I dropped H at the childminder at 8 am and then dropped T at the pre-school breakfast club at 8.20 am the breakfast
club take them to school at half 8 and they play in the playground for 15 mins and then they go in to school,
when I left T he was ok and had no marks on him and staff were happy and interacting with him.
I then went to school to tell them about what had happened so they had an idea what sort of day they might have with
him.
I was at home talking to my mum on Skype as she was living in Australia at the time and at 11.45 I got a phone call
from Social Services to say a Social Worker was on their way to school to see T as he had a red mark on his cheek
when he arrived in the classroom this morning, and I could meet them at school or the hospital.
My mum heard it all and in sheer panic I went to school totally upset I was beside myself, I got to school and T is in
the office the Social Worker turns up there is no mark but they continue with taking him to see a paediatrician at
hospital anyway for a full body check. I can't stop crying and T is so confused about what is going on.
At the end of the appointment we get back in the car nothing was of concern as T was already under paediatrician
because I requested it, the Social worker told T that he could go home with Mummy today!!! What!!!
Since when was that an issue.
So from this they start sending more reports to the paediatrician about the behaviour T is displaying and we have
meetings with all the professionals we can educational psychologist, school nurse, ESCO and EHCP case worker and a
behavioural specialist and now the Social Worker. In 1 of the meetings the health visitor said she had concerns
because I hadn’t been to a few training sessions provided by Sure Start!
I’m a qualified nursery nurse and children’s residential support worker of children with abusive backgrounds and I work
with highly challenging children with autism in a residential setting I don’t think Sure Start can help! With the
experience I hold I think that was trying to find a fault and it didn’t work. He is my son and it’s totally different and I
was shouting from the roof tops for someone to help us find the answers and that’s what I get thrown at me.
The paediatrician give us an appointment and she decides with the amount of evidence from school that she will
give a diagnosis for Autism spectrum disorder with PDA (pathological demand avoidance).
We walk away relieved we now have answers to why things are like they are the meetings continue, the Social Worker
is happy no more needs to be done, the school nurse thinks T needs to be a "looked after child" and I should know
better! As I'm qualified as a nursery nurse/ residential support worker for children who have been abused".
I was so mad how dare someone who sees T a few times and had no idea how to help can say that, I don't think
she knows what she was saying.
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Cross Services - A Parents Tale continued
We set up a meeting with a Special School and to see the head teacher, she is amazing and showed us round and
talked us through everything and how she could help us and T. Once we had seen the school we continued with the
EHCP and reduced T's time at school to 2 mornings a week as we had been told other parents were complaining
about T's behaviour towards their children and writing letters of complaint.
At this point my health has gone downhill and I'm put on anti-depressants to help my emotions. I've hit rock bottom
and some days I just sit on the sofa and cry or sleep, I'm edgy all the time waiting for the next phone call to come
about what T has done now. I would stand in the playground on my own, no one would talk to me and I would wait
for the teacher chat which happened every day. I felt dead inside and on auto pilot.
I would be in contact with the Special School regularly and they even offered to have T a few mornings a week to help
but the council refused the offer in case T didn't get a place there. In May 2016 T got his place in Special School and
left primary school and it was the best thing we did for him. The following Easter the head teacher of the primary
school took voluntary retirement due to how she has handled things in school regarding T's case and a few others.
T is still under the paediatrician now at the age of 6/7 to help with toileting, we still have lots of accidents.
Things are ok but there are still hard days where I could just hide because of the bad day we are having.
The amount of people who judge T's behaviour as being naughty because they don't know what is going on behind
the scenes, even family don't get what it's like to live with a child who has PDA and we are now as a family having
to say NO we are not going to do that because the aftermath can be horrendous and they are not having to deal
with that.
As a parent I believe I'm still grieving for T's diagnosis I find it hard some days and I can become so angry with people
and the attitude I just shout at them!! My husband has told me to hold back! But I feel I have to shout the loudest to
protect my son as no one else will, if T was in a wheel chair people wouldn't say anything but because it's not visible
people judge.
I hate PDA and the difficulties T faces everyday but we do the best we can and I hope my story can help others
and give them light at the end of their tunnel.

And the learning lesson from this story?
Parents of children with SEND love their children just as any other parent.
The difference is most parents will not be faced with dealing with 10-20 different professionals and
organisations with complex and unfathomable rules and structures, who will make a parent jump
through hoops and hurdles to try and solve insurmountable problems to achieve the simplest things.

They think getting to the moon was an achievement - try bringing up a child with SEND !!!

LPCF Parent Feedback
Comments from our “Your Say” web page and 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

My Caring Life
My children are not physically disabled but my late sister had spina bifida.
My parents never had any support.
They dealt with the operations, the sickness, worry over whether she would live, the endless washing, lifting her
from baby through to adult, the ignorance of social services and schools.
I grew up caring for my sister.
Then my own family, where three of my four kids have additional needs, then my sister again a little while before
she died, then my mum up until her death a year ago.
I think I've had 4 years in my life where I wasn't caring for someone who had a disability.
You just keep going.
There's no alternative but to keep going, to keep fighting.
I wouldn't change my kids for anything. (FB)

Watch List.
Things to look out for in the next few months


Coffee mornings in Boston, Bourne, Sleaford, Spalding, Woodhall Spa (various dates)



LCC report following the consultation about the proposed changes to Special Schools in
Lincolnshire



LPCFs Consultation feedback about the proposed changes to Special Schools in
Lincolnshire



Results of the BIG LPCF Survey 2018 (Due May 18)



Workshops for parents of a child with SEND - know your basics (May & June 18)



Workshop for parents of a child with an EHC Plan - know your stuff! (May & June 18)

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 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.

Making parents’ views and voices heard with service providers
Contact Details: To find out 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: 07925 232 466 (leave a message)
To subscribe to the Lottery Club,
use our website (fundraising page) or email admin@lincspcf.org.uk.

