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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
Child and Adolescent Mental Health Services.
CAMHS
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

Response from Lincolnshire County Council to help address issues raised by
parents in our last Parents’ Voice report.
Local Offer
A Working Group has commenced to re-vamp the Local Offer.
It will be linked to pathways which should make it easier for families to access information they need.
The mapping of pathways has commenced for transitions and preparing for adulthood.
Services and support linked to those pathways will be mapped at this stage.
Young People and families will be asked for their views on what has been done so far and their feedback
will be incorporated into changes to improve the Local Offer.
N.B LPCF volunteers are involved in the Local Offer Working group
Benefits
There is a Community Partnership Officer in post who works closely with the Department for Work and
Pensions.
Although he does not work directly with families he is there to support job centre staff to look at how they
work with young people with disabilities and Autism. He can have conversations with job centres about the
sanctioning of young people. (Let us know if this is a recurring issue as it can be brought to his attention.
We would need details of which job centre it is and which localities are involved so he can have a collective
discussion with the relevant staff in the job centres).
Transitions
I need more specifics about what the lack of support entails so that it can be addressed.
Information and advice can be given on specific circumstances by Transitions Quality and Audit Officer.
Role of Transitions Quality and Audit Officer
I sit within Quality and Standards Team in Children Services. I work in partnership with schools, colleges
and any agencies who support children, young people with special educational needs and disabilities
and their families.
I am not in a key working role as I cover the whole of the county however I can get involved in an
information, advice and guidance capacity if transitions is particularly complex.
I attend open events at schools, colleges and any parent support groups who request my involvement.
Part of my role is to audit cases of children and young people at key transitions stages and share
recommendations with schools and other agencies to improve the transitions process. The Transitions
Officer can be contacted on the following email address: Elita.Cozens@lincolnshire.gov.uk

Thank you LCC for your response.

Parents’ Voices Outcome 2

Building Communities of Specialist Provision: A Collaborative Strategy for Children and
Young People with Special Educational Needs and Disabilities (SEND) in Lincolnshire.
We have now published the report from the LPCF consultations, which can be seen on the SEND
Consultation (Feedback) page of our website.
We have also included a link to the Frequently asked questions that the Local Authority have published.
Thank you again to all parents who gave us their views.

Parents’ Voices Outcome 3
Results of LPCF Survey

Two reports have been published on our website and circulated to all parties, including the Department
for Education, Local Authority and Health.
The Local Authority and Health are meeting with us shortly to discuss the results.
A big thank you to parents who completed the survey and for giving us their views on the services their
families receive.
The winner of our £20 prize was Georgina Flaherty….. Congratulations.
A big thank you also goes to the SENCos who took time out to complete the survey.
Schools may use their involvement and engagement in the Survey as evidence of participation with
parents and carers of SEND children in their setting for future Ofsted visits.

Parents’ Voices Outcome 4
SENCo Project

The month of May saw the launch of our new project targeting SENCos and Parent Carers in specific
education settings, especially pre-schools.
We are trying to reach more parents at an earlier stage in their parenting journey.
Education settings are being provided with the opportunity of a special visit from one of our volunteers to
explain the remit of the Parent Carer Forum and the role it plays in representing and supporting parents.

Parents’ Voices Outcome 5

Continuing Involvement in the HUB meetings
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 plan (EHC). The weekly panel is known as the “Hub”.
The Department for Education provided funding for a 12 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 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 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 representative has to adhere to very strict protocols and
Data Protection regulations.

Making parents’ views and voices heard with service providers

Parents’ Voices Outcome 6
Annual General Meeting

In June LPCF held our AGM where our Annual Report was published including
in it details of the enormous amount of hours volunteers had given freely
for LPCF over the previous year.

3062 volunteer hours given to our forum last year
269 meetings attended by our volunteers
Thanks were given to all Trustees and Volunteers.

Thought from the Chair
We have had some very interesting feedback this period with parents focussing some
of their feedback on other parents rather than the usual agencies and organisations.
And that got me thinking …
Over the 12 years I have been volunteering for LPCF I have listened to many concerns
and worries from parents over the issues they are experiencing. Having been with
them on their journey whilst travelling on my own it becomes clear that we all like to
moan, myself included!
Whilst this can relieve the stress and strain of our daily lives maybe we can do more
than that. During the recent consultations I heard the tale that no-one ever praises
the new kettle they bought recently because it does a good job, but only complains
when it fails.
Maybe now in these days of technology and thinking outside the box, we could
give praise when someone does a good job. It may just make their day and
encourage them to go one step further.
If not then maybe as well as moaning we could offer a solution to help solve the
problem rather than expect others to fix it for us.
LPCF have excellence awards which encourage parents to nominate
someone who has gone above and beyond for their families.
Out of the almost 2000 parent carers we have on our network
we had only two nominations. (Compare this to the negativity
of issues raised in this report).
Surely there must be more examples of good practice out there?
If not, then maybe you would like to do something positive and join our volunteers,
to help improve the quality, range and accessibility of services and commit,
like us to help families when they need us.
Just a thought?

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
Q. What rules do mainstream schools break if they don't do what's in EHC PLANS ? (FB)
My daughter's primary school has provided counselling which has been great, although it stopped her getting
help from other sources as they said it might conflict... sounded more like a cop-out to be honest.. (FB)
Is there anyone that can help fill out application for an EHCP? School is no help! (FB)
Did you know IPSEA can come to your Local Authority to train your staff in the key elements of the SEN legal
framework, as well as other related areas of law? (FB)
There are way too many people battling to get their children into the right school. This needs addressing.
It can't be allowed to continue. (FB)
No OT for autism/sensory needs. (FB)
Access to special schools is difficult as no room.
Concerns over how needs are met as they are not always met in mainstream. (CM Bos)
Child in mainstream but not coping, so mum now home educates.
She would like to get into a special school but doesn’t have an EHC plan. (CM Bos)
Child has a high functioning ASD and at the new local primary - staff are aware and have offered a bit of support
but seem to slip back to no support and the child has had bullying issues. Has a lot of sensory issues, anxiety
issues and toileting issues. (CM Bos)
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Education continued
We asked school for play therapy for my daughter's anger and aggressive outbursts and was told Lincolnshire
are no longer providing this. (FB)
EHC plans - mainstream schools are reluctant to process or start one. (CM Bos)
My child takes meds for their condition in a morning and we have started a top up dose at school, which they give
them. My child has asked not to take it anymore and after discussion as parents we do not think it is making much
difference so requested the school to stop it this week.
We have stopped at weekends already. They rang me today to say they needed it in writing, which I have done
by email today after their request. I then received a message to say they have given it to my child as the
email I sent was not seen as the head and the SENCo were away and so it’s not been read.
My child told his 1-2-1 and teacher they didn’t want it and they’ve been told they have to have it as that’s
what the doctors have said. They are upset and confused as we had spoken to them to say we understood
their view and their feelings mattered.
I’m now livid as my child is confused and thinks their feelings don’t matter and they have to do what the
doctors say and that we are wrong. They now think they have to have them until another doctor sees them.
Our child knows it’s hard to put their feelings across and now they have, and they’ve been ignored, it’s going
to make things worse. Can school do this and go above a parent and child’s requests?

EHCP
Parent enquired should they start the EHC plan.
Lots of conflicting advice from primary school and other parents. Transport is a worry if the nearest school
didn't meet the needs and proving the chosen one was the right one.
Both young children not properly diagnosed and still waiting for paediatricians to diagnose or one to transfer
notes from Nottingham to services to Lincolnshire. (CM Sle)
Are schools able to apply for an EHC as I was told that it was only for parents to apply? (YS)
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Health
Future of Children’s Ward ( Ref Boston Pilgrim)
We have to keep Pilgrim going.
Without the paediatric unit I dread to think what we're facing. Both of my youngest needed emergency admission
as tiny babies, the trip to Lincoln would have been a major problem most likely resulting in at best more problems
for them as adults. My son probably wouldn't have been here today.
My daughter wouldn't be here either if we had to go to Lincoln..
Got her in as an emergency with respiratory problems twice. (FB)
CAMHS will also refuse to see children with ASD, my middle son was refused because of his diagnosis of Autism.
My youngest (the one who is PDA) was excluded from mainstream aged 5! Now he is in a special school, he is
thriving.
Took 3 years to get my middle son in special school because he is an 'imploder' so his issues were more
difficult to see. Took some fighting!
We shouldn't have to fight so hard for our children!
Educational psychologists are now not observing children in schools (been taken off their remit) now if parents
want EP input for EHCPs, you have to pay roughly a grand! Just shocking! (FB )
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)
Boston CAMHS child psychiatrist diagnosed my grandson (who I care for) with Tourettes 3 years ago and gave him a
course of relaxation sessions to learn how he could cope with his tics. They also said we could go back to see them
We were sent to QMC Nottingham in 2015 for assessment and diagnosis but the consultant felt medication was
needed and wouldn’t do it without local support but Lincoln refused so we’re still without any help (FB)
CAMHS don’t want to know. It’s ridiculous, ten year old out of school and unable to leave the house for a year,
desperately needs medication but no one in Lincolnshire will see him. (FB)
We haven’t even seen a psychiatrist. After numerous referrals rejected by CAMHS over the years they eventually
came to our house to do a home visit, they didn’t see my son and they wrote to us a few days later saying they were
Lack of services for PDA and Sensory, everything is put under the ASD umbrella. And really poor CAMHS services,
especially for children with ASD - my son was refused counselling as he struggles to communicate his emotions/
anger so they said there was no point seeing him even though he was ligaturing and self harming. (FB)
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Health continued
You can't get a specific diagnosis of Pathological Demand Avoidance (PDA) in Lincolnshire,
they class it as an ASD when it needs very different care (FB Conversation)
***
They can say with severe/extreme demand avoidance though.
PDA IS ASD, so no county give stand alone PDA diagnosis.
I’ve heard that Lincs are actually very good at adding the extreme demand avoidance bit where others aren’t. - FB
***
The paediatrician I saw at Boston health clinic scoffed at my suggestion that my child may have PDA they said it was
a made up condition and then proceeded to try and get social services on to me (via school) for "parenting help". We
have 4 other children all successful and we have parented them very well. I am still in the process of a complaint
against them. They insisted because my child had looked at them there was nothing wrong.
Got new pead and guess what strong signs of ASD with demand avoidant tendencies having full assessment in April.
(FB Conversation)
***
I had a good experience in Lincoln but we’ve had to start the process again due to the suspension of
ASD services last year. The referral letter says it’s to investigate social and communication difficulties and
severe demand avoidance traits.
We already have a private diagnosis but I’m pursuing an NHS one in case we go down an EHCP route.
The private Diagnosis is very good, very comprehensive etc but I’d like to make sure they’ve got no wiggle room.
***
The paediatrician at Grantham said Lincolnshire do not specify for PDA.
I have 2 sons with ASD and one PDA & ADHD.
PDA presents very differently to Autism (Gives eye contact, wants to be social - on his terms, no language delay)
But is like Jekyll & Hyde and it all depends on language used. If you give a direct instruction like 'bedtime'
my youngest will refuse, starts with minor excuses and works up to full blown violence. (FB Conversation)
If I say 'last one upstairs is a girl' They beat me upstairs super quickly.
PDA is very misunderstood, I think a specific diagnosis would help others meet his needs.
The wrong sentence can cause unimaginable consequences and school (as an example) would need to understand
the behaviour comes from extreme anxiety and not just bad behaviour.
I know I could pay privately for a specific diagnosis but it should be looked into more. (FB Conversation)
***
Maybe it’s consultant dependant, the consultant we saw at Lincoln very much believed in PDA.
My daughter (8) is very similar. I know the traits but it is very much ASD too but yes subtle.
I didn’t see it for a very long time but now I see it, I can’t believe I ever didn’t.
So many things come under the ASD umbrella now. Aspergers now comes under ASD now too.
It's not acceptable is it. We should be getting exactly the same service as everywhere else (FB Conversation)
***
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Health continued
My daughter is on the spectrum but has anxiety issues due to abuse at pre-school.
I was told by CAMHS that she didn't qualify for help due to her age but I could go on a course to learn how to best
support her.
They do run them all over and worth attending.
If nothing else it's great to meet other parents that get what you're going through. (FB)
I went on the parents’ course for anxiety just over a year ago like you say it is useful and you do meet other parents.
My son was then offered group sessions which didn't work for him. They then tried one to one but they gave up as
he wouldn't engage so we were kinda left to deal with it ourselves, although we did get referred and seen quite
quickly.(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)
My eldest has been diagnosed with ADHD however when their secondary school did his snap test they had
Tourettes listed as a possibility yet our community paediatrician said they don’t test for Tourettes in the
Lincolnshire area and that his tics are part of his ADHD.
My child is on Concerta xl 27ml but their tics are getting worse and feel like we are just left to deal with it.
I would rather have the test done to rule it out or if he needs additional help that he can get it. (FB)
Waiting for 18 months for OT appointment, no support for pain, GP says she'll grow out of it. Took 11 yrs for
correct diagnosis then no support for toxoplasmosis... Treatment for specific but not secondary symptoms. (FB)
We were told Healthy Minds (HM) isn't appropriate for complex needs as it's meant to be a short burst
intensive intervention.
You get 6 sessions but the first and last are planning and feedback so it's only 4 therapy sessions.
***
My daughter is having HM at the moment.
And although I’m not totally sold on the whole concept, I don’t think it’s a waste of time. If she comes out of it
having just had 6 weeks of 1:1 time to talk or draw. So what.
We have been told we don’t fit BOSS as my child’s behaviour not bad enough in school!
We are also on ADOS list since September!! (FB)
No educational welfare service anymore...(FB)
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Health continued
Has anyone had any experience with the CAMHS team at Lincoln? After a hellish 2 yrs at Grantham, 2 complaints,
lots of yelling etc. my child’s care is being transferred to Lincoln but wondering if we'll actually be any better off.
(FB Conversation)
***
We’ve been with them for 8 years and whilst we’re struggling to make progress because of my child's many
difficulties, they’re persevering and we have had lots of professionals’ support through them. I can’t fault
their effort. (FB Conversation)
***
My child was referred to them by school & the paediatrician last year but, as they aren’t self harming
or suicidal, they said they can’t help as don't have the time/money/resources.
My child still has problems but we've learnt to cope with them ourselves. (FB Conversation)
***
Try them and see. I've found that Sleaford, Grantham and Lincoln all vary so much for how good they are,
whether its CAMHS, Physio, pain clinic, dieticians etc. For me Grantham pain clinic was excellent then we
moved and I got swapped to Lincoln who are awful (got at least two friends who agree with that).
***
Absolutely amazed to read this. CAMHS at Grantham and Lincoln were superb for us.
My child was transferred to adult services last year and we've been discharged to the GP as they haven’t
issues at the moment. I know one of the teams has had major changes, a psychiatrist has left and one of
the nurses retired.
***
My child had counselling under CAMHS in Lincoln, but it wasn’t enough. Even if you can get any help
with CAMHS, when they turn 18, there’s no transition to adult social care - just a heads up.
My child was referred to them with severe anxiety and suicidal thoughts. Because they were not planning suicide,
they weren't able to offer counselling. However, they had set up a parent group course in CBT, so we were
able to take home the work to do with the kids. It was a good idea that must have saved them money.
They're just too stretched, but I don't think it's through lack of caring. They did try, and it did work a bit.
I pushed the school for support there too, so they kind of had wrap around care. (FB Conversation)
***
My child was under CAMHS in Lincoln for 2 years they had one to one with the same person who was absolutely
brilliant. We started at Skegness but when the person they saw moved to Lincoln we transferred to see him there.
I am not sure as they no longer go but I think things have changed quite a bit due to cut backs etc.

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

Health continued
Has anyone with a child 14/15 had a health check with the doctor?
I read up about it.
Yes, my 14 year old. The doctor was a SEN specialist and was really good, unfortunately as my child never sees the
GP and only normally deals with consultants etc. she wasn’t fully aware of the situation and so the report is not an
accurate representation of our current situation - mostly because my child said everything was fine (which it really
isn’t - this is just what they say to get out of stressful situations as quickly as possible).
If I did it again I would write a summary for the doctor to read beforehand so she was fully aware of our current
situation before talking to my child.
That may have made it more constructive and accurate without me having to knock their self esteem by correcting
them and saying how bad everything really is. - FB Conversation
Child still waiting for paediatrician to diagnose for ASD & ADHD - has all the traits and extreme challenging
behaviour. Feels isolated as lives in a rural place with no bus services. (CM Bos)
Has anyone in Lincolnshire had a successful diagnosis for PDA have heard
a few people say they don't diagnose in this county
***
About 5 years ago we asked paediatrician about assessment for PDA but told it's part of the Autism Spectrum
and already have Autism diagnosis so no assessment. Did get ADHD assessment and subsequent diagnosis
from same appointment though.
I saw a paediatrician last summer who agreed with severe demand avoidance. However that is when
the services were then disbanded for not meeting NICE guidelines and we ended up starting again.
We're a year later (18 months from referral) and still no closer to anything via the NHS.
We have since had a private diagnosis of ASD with severe demand avoidance.
I don't believe that any county diagnoses with PDA as it's part of the spectrum, most just list a sub category
or severe demand avoidance. Which should enable the same help as it's about a profile rather than a label.
***
My child was diagnosed 4 years ago when 19 at Pilgrim Hospital by a clinical psychologist as ASD with
characteristics of PDA. It was the closest they could give them. When I saw a paediatrician for my then
4 year old a couple of years ago he refused to recognise my older child's diagnosis and didn't believe it.
***
We are currently trying to get an out of area referral to Notts as Lincs don't seem to recognise PDA.
It is diagnosed in the NHS in some areas though (Nottingham/Norwich)
***
My son is 17 in September and would like to learn how to drive. He has ADHD & is medicated to keep him focused.
Does anyone have any recommendations for a patient driving instructor in Lincoln please?
***
What health and social care!! It’s non-existence and has a very unfair system. - FB Conversation
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Jobcentre
Met Tony at the Springfields Independent living event and he went out of his way to try to assist my daughter
in getting her claim with access to work sorted. He reassured her that he would look into it for her, phoned
back the day after and left a message and then spoke to myself within a few days.
The case was fortunately concluded in the meantime but he left his contact details just in case we had any more
problems. Thank you for your help. (YS)

Making parents’ views and voices heard with service providers

Transition
Life changes dramatically when leaving education. Social care. No money. No facilities. Nobody cares. (FB )
Can you get help for your child if he's just about to leave school?
He isn't on ECHP but does get help at YMCA.
They wouldn't put him on BOSS as they thought he wouldn't engage. (FB)
Adult services to take over after transition from CAMHS. Apparently as my son is stable a GP can prescribe
medication. If there's any issues we have to be referred again. Been refused referral for reassessment, he was
diagnosed ASD at 17 months and they're using it to minimize the effects of his sensory and learning disabilities. (FB)
Social Services in Lincolnshire have no longer got in house support for post 18 with learning/physical disabilities,
I am going to be using a service called Adults Supporting Adults, a charity based in Sleaford, who will be
supporting us. (FB)
Young person at special local college and having problems with different social services not communicating.
Other areas have different ways of supporting a young person. (CM Bos)
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Leisure
Details - Since Action for Young Carers has been taken over there have been no groups for siblings of children with
disabilities. Where are they? Caring takes it toll on the whole family, not just parents and there is no support out
there for us. - YS
Took part in wheelchair boxing. The man that taught me was very patient with me and even gave me licence to
punch him on the nose! Thoroughly enjoyed the chance to take part in something that I could never have imagined
myself, a 21 year old girl with Cerebral Palsy, could do. Thank you.

LPCF
Hi, I received this info (from LPCF) for a number of years, since moving to the area. My daughter, with mild SEN,
has now successfully transitioned to Uni (Hull - very supportive). I've appreciated knowing the help available.
Now is probably the time to remove me from your mailing list. (FB)

Making parents’ views and voices heard with service providers
FE
College phoned to ask me whether I was unemployed as the course fees I had already paid could be remitted.
The message was left on the answer phone. I called to discuss but the lady had left. She subsequently phoned me
and asked me why I needed her to return the call!
When I explained she sounded surprised. I explained that I was unemployed and not claiming benefits to which
she said that fees could not be remitted. I explained that I was supported by my mum. As soon as I mentioned
that I received PIP she said the fees could be remitted as long as I signed a declaration and submitted evidence.
I paid my course fees way back before the beginning of the course surely this could have all been avoided if my
employment status had been checked and a declaration signed before I paid my course fees?
This would have saved paperwork, time and effort from the college and myself and therefore have saved money.
Maybe someone could look at the processes in place to make them easier for everyone. (YS)

PIP
Q. Just applied for PIP for the first time as my son is now 16. Don’t have a clue whether it will be successful.
How have other people found the process with a diagnosis of ASD? (FB Conversation)
***
A. Like pulling teeth and had to go for reassessment - FB
A.
We failed and not sure about going to appeal as she doesn’t agree with the diagnosis!
But also has conditions! (FB Conversation)
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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

Legislation—Wet Wipes
Banning them is every mums worse nightmare! Pretty sure that if their child was ever to get ill that would
be their worse nightmare! . .. Back to spitting on a tissue .. why is everyone panicking?
Thousands of years of evolution and the possibility of having to use flannels or cotton wool. ( FB)
This is a stupid move the government is announcing because I have a disabled child I use wet wipes for her bum,
hands as she doesn't walk, stand can't wash her in hospital or a shop if children have a dirty or wet bum
silly people. (FB)

LPCF Awards - Praise where it is due
THANK YOU
To both the people who made nominations to LPCF for our Excellence Award Jan - Jun 2018
CONGRATULATIONS
To all the nominees for their achievements.
See website for the nominations and “Hall of Fame”.

Winner

Runner Up

Runner Up

Nikki Durham
Teacher
Morton C of E Primary

LPCF
Charity
helping Parent Carers

ONLY TWO
NOMINATIONS
RECEIVED

“Mrs Durham has gone out of her way to support my children, one in her class and one not.
She has supported us through the EHC Plan process.
She has been a one to one for my son in many situations as well as manage a large class.
She has also supported us as a family and taken on board my needs. She has introduced autism
awareness to the school where there was previously very little and she's stood up amongst
staff where there was differing views.
I cannot fault her in anyway. She has transformed my son, our lives and the school approach.”
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Parents
To all the super carers doing a brilliant job..
I See You
“I see you running your child to therapy when your friends are running their kids to Little League or ballet.
I see you slipping out of the conversation when your friends are all chiming in about milestones and test grades.
I see you constantly juggling appointments and meetings.
I see you sitting at your computer for hours researching what your child needs.
I see you cringe when people whine about what feels like petty things.
I see you spread thin but still going the extra mile for your family.
I see you digging for depths of strength you never dreamed you had.
I see you showing appreciation to the teachers, therapists and medical professionals who serve your child with you.
I see you rising early in the morning to do it all again after another chaotic night.
I see you when you’re hanging on to the end of your rope for dear life.
I know you feel invisible, like nobody notices any of it. But I want you to know I notice you. I see you relentlessly
pushing onward. I see you keep choosing to do everything in your power to give your child the best possible
care at home, in school, at therapy and the doctor.
What you’re doing matters. It’s worth it.
On those days when you wonder if you can do it another minute, I want you to know I see you.
I want you to know you’re beautiful. I want you to know it’s worth it. I want you to know you aren’t alone.
I want you to know love is what matters most, and you have that nailed.
And on those days when you have breakthroughs, those times when the hard work pays off and success
is yours to cherish, I see you then too, and I am proud of you.
Whichever day today is, you’re worthy, you’re good and I see you.”
~unknown—FB
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Parents continued
What's on my mind?
Well do you know why I am laid awake feeling quite disheartened and cross?
Parents are forever complaining there is no support out there!
Well do you know why because when there is no parents ***** support it!
I am part of more than one support organisation locally and these people do care and are usually run by
volunteers because there is so little funding available. We spend hours of our time & money we don't have,
laying on courses, support groups, gatherings, special events, workshops, free food and advice and lots more.
When no one turns up after all your hard work it feels a complete waste of your time, effort and resources.
Some of this support is laid on with very limited funding and resource so why would they keep offering a service
that is not attended/supported? They may as well pack up and spend the money somewhere else!
Support doesn't hang around forever because it needs support to carry on supporting.
And when people book places to attend an event and don't even bother to turn up it makes me so angry especially
when those laying it on have taken time away from there own families (most of whom are also carers) to do it.
I spend most of my time helping and supporting others and sometimes wonder WHY?
So please if you ever book places, wonder whether you can be bothered to go to that event you read about,
spare a thought for those who are taking the time out of there lives to be there for you!
Goodnight x (FB from another Parent Carer Forum)

It’s not ALL bad - LPCF Awards Nominations.
From 1st July - 30 December 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 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

Parents continued
Moan about parents!
I come to this as both a professional and as a parent carer myself so I see both sides of life especially
as a parent carer juggling a child's needs with work and responsibilities.
It is with great interest that I have read through some of the bits on the LPCF website.
Then it struck me as I was reading through their Parents Voice reports.
A quick check and my suspicions were similar to that I face in my professional role.
Parents are much more likely to make an effort to criticise, moan and point out problems than they
are to compliment or drop a line of praise to a hard working professional or organisation.
Why is it that most parents only get time to comment etc. when they are not happy?
Come on people - let’s have more positivity. Staff, schools and professionals are often doing a
great job with little thanks, often doing additional duties to help families and children.
PARENTS - LET THEM KNOW!
A bit of praise goes a long way - trust me - I know - it can make my day and that of those around me.
Looking at the Awards page of LPCF there were only 8 people/organisations nominated in 6 months
for an award in the last 6 monthly round. REALLY people, of all the parents and children out there
only 8 parents could think of something that was worthy of praise!
(Out of the thousands of families with SEND children in Lincolnshire)
To put my money where my mouth is I will be nominating the entire LPCF team of volunteers etc.
for their selfless commitment to helping other families and parents and making a difference to
our lives by keeping the Local Authority and others on their toes.
WELL DONE TO YOU ALL !
Reading their recent annual report just shows how much time and effort they give to help others.
I have not yet got fully to grips with the outcomes of their survey report which has just been released
and seems to paint a quite positive picture in some areas/services.
However, keeping to my point about parents participating and sharing their views (positive and negative)
I am truly disappointed that only just over 320 or so parents participated out of the thousands who have
SEND children - and you wonder why your views are not heard or listened to!
COME ON PARENTS - YOU CAN ALL DO A BIT

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.
Use our LPCF Award system 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 Monthly Lottery Club,
use our website (fundraising page) or email admin@lincspcf.org.uk.

