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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 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
Building Communities of Specialist Provision:
A Collaborative Strategy for Children and Young people with
Special Educational Needs and Disabilities (SEND) in Lincolnshire
We have been working in partnership with the Local Authority and the heads of Special Schools to
ensure that the above strategy reflects parents perspectives and the challenges that families face.
As Lincolnshire’s Parent Carer forum we are able to critically challenge perceptions and ensure that the real
experiences of parent carers are understood.
This strategy is an investment in establishing a school system where children get the right health, care and
education in the right place, at the right time as close as possible to where they live.
To find out more and to enable you to give us your views we are holding independent consultations during
January and February.
Further details can be seen on the specifically dedicated pages on our website at www.lincspcf.org.uk.

Parents’ Voices Outcome 2
Special School Review
We have been working with all partners to ensure that the questions that the Local Authority ask parents
and young people during the Consultations are as parent friendly as possible.
The Local Authority have kindly taken on board our suggestions and have compiled a questionnaire that can
be accessed on our website.

Making parents’ views and voices heard with service providers

Parents’ Voices Outcome 3
Transitions
We have been busy collating your views regarding Transitions for the Local Authority.
Replies were received from our network and parents were given the chance to talk to the Lead on
Transitions about their experiences. LPCF also gave the Local Authority details of a young person who had
asked to talk to them about their lived experience of their own Transition.
Contributions were also given to the Local Authority from our volunteer engagement day.
LPCF are now part of the Transitions working group who are currently exploring Transitions pathways.
If you have views on Transitions or any other subject please use the “Your Say” page of our website.

Parents’ Voices Outcome 4
Review of services for children with ASD & ADHD
Volunteers met with the Attain team who are undertaking the review to talk about the views of parents on
our network. We were also able to provide them with evidence from our reports and signpost them to the
support available in Lincolnshire. The final report will be posted on our website.

Parents’ Voices Outcome 5
Pre-school SENCo briefings
We were kindly invited to attend the briefings around the County and gave a presentation about LPCF and
its remit, to Pre-school SENCos. We are extremely grateful to be given the chance to engage with pre-school
settings in the hope that we reach more parents at an earlier stage in their parenting journey.

GREAT NEWS
LPCF have been awarded a Carer Quality Award.
Following a review of the Charity’s
practice and process we have been
awarded this to recognise
our commitment to Parent Carers.

Parents’ Voices Outcome 6
Local Offer
LPCF have been asked to attend this working group set up to make the Local Offer more accessible to
parents. We are currently working with partners to ensure that it is as easy and simple to access as possible,
helping to make it something that every parent knows about and uses regularly.
If you have any views on the Local Offer please let us know.

Parents’ Voices Outcome 7
DFE SEND Survey
We are asked by the Department for Education, every quarter to feedback our forum’s views of the services
provided for parents of children with disabilities/Special Educational Needs.
Please be reassured that we give them feedback based on the views you are providing.
This is why your views are so important to us. You can effect change by helping us.

Transitions Consultation Feedback Summary

Transitions
Positive Feedback

Transitions team

Send days held by Special Schools detailing what provision is out there

Mainstream schools also hold SEND days

YPLP

Good support from Special School, who gave constructive suggestions

Negative Feedback

EHC plan targets woolly (not smart) and no compulsion to meet targets and time scales

Child reaches 18 and suddenly cured of disability – when child reaches 18 and ceases
education proposal that EHC should become Employment, Health and Care plan (life plan)

Process is inconsistent – some schools do it well, others don’t

Year 9 – delayed until specialist team can come in year 10

No EHC (internships need EHC plan)

Specialist assessments - parents have to instigate them

What happens after college if not employed? (back to parents)

What happens when EHC plan ceases?

Gap between colleges and employment

Where is the careers service?

Who is guiding the young people?

What about the accountability of supported internships to gain employment?

All parties must be round the table

Lost in system when leave education

People unknown to services (learning disabilities)

Social Worker (adult) not available to get hand over from Social Worker (children) as not
obliged to. Parents’ views are ignored when child 18 even though young person is not able
to express their views themselves

Parental duty re: transport provision

Information is not always recorded accurately when transcribed at reviews

Process lacks a structured framework which must be adhered to. The current structures do
not appear to work for parents and children e.g. timescales

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
EHC Planning
Initially had an awful case worker so I had to fight for everything for my daughter and ended up writing
my own plan and presenting that, which was accepted with minor tweaking it took 10 MONTHS !!!!!
Poor Communication No Continuity.
EHC Annual Review
SENCO was fantastic. I was unaware that nobody from the LA would be there but that wasn't a bad
thing. Easier process than the original plan being made.
Transition from Primary to Secondary
Excellent autism outreach teacher and SENCO so far. Plans being made are good.
.
EHC Planning
When the plans are finally in place, they work well under constant supervision.

Health
Paediatrician
Contacted Grantham for emergency appointment, a cancellation came in so was able to attend the
following day.
Saw a new consultant, he was very helpful and listened to my son, and gave him clear instructions of his
options. Report was sent out within the week, a really good appointment.
Educational Psychologist
So far my daughter has had excellent Educational Psychologists.
The latest is amazing and has been extremely supportive, Joe Isbester.

Healthy Minds
School referred to Healthy Minds due to anxiety, and unhappy child, child is unhappy due to school and
only has issues because of school, too much pressure, too big environment, too many people, staff don’t
have the time my son needs. Went to Healthy Minds confirmed son doesn’t have anxiety or mental
health issues, discharged.
And because under paediatrician no need for Healthy Minds service this time.
Very nice worker though, very understanding, very supportive, quick service, and was willing to work
with my son.

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

Social Care
Transition into Adult Care
16-19 bursary fund doesn't apply to those in independent setting so low income families
who would normally get transport covered by this - DON'T.
As majority of pupils from low income families who attend are those (mainly with additional needs)
placed there by LAs so disability discrimination!
Starting a petition!!
Transition into Adult Care
Agreed to early action to get access to information as needed.

Other
Local Offer
Never heard of it. When I got in - page was not available. Family Services Directory misleading.
Could not write a question. At diagnosis what are the pathways?
After School provision
For whole school is excellent for Special Needs is poor
Liaise
Called Liaise, got to Lcc who took message and passed onto Liaise. I was told I would be contacted
back within 48 hrs, it’s 3 days still no call. Not sure who’s responsible?

LPCF Awards - Praise where it is due
THANK YOU
Firstly to everyone who made nominations to LPCF for our Excellence Award Jun - Dec 2017
CONGRATULATIONS
To all the nominees for their achievements.
See website for all nominations and “Hall of Fame”.
Following a vote by the LPCF Trustees and Volunteers a clear winner was found in Bob Robinson who, whilst
"only doing his job", made a complex assessment process nothing to fear and guided the family through the
various challenges and hurdles. Also for keeping it in plain simple language and making things happen
quickly. Well done Bob!

Winner

Runner Up

Runner Up

Bob Robinson
Social Worker
Adult Social Care

Sue Goodley
Local Volunteer
Quadring

Sheila/Brian Steele
Neighbours
Bourne

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
School SENCO Meeting
Was invited to the SENCO and parent group, was made very welcome, parents, SENCO
and LPCF worked well together supporting and signposting and informing each other of local area news.
EHCP and Diagnosis
Another myth about EHCPs is that a child needs a diagnosis in order to be assessed for an EHCP.
This is incorrect. Legally speaking, special educational needs are defined by "need",
and not by diagnosis. In many cases, children may be waiting for assessment and identification
of their need. There are also some conditions which are complex and cannot be easily diagnosed.

School Exclusion
I had the same with my son, with the school making out they were sending him home for his own good.
In the end I got wise and refused to keep picking him up without a letter to state why..
They kept him in school as they refused to put in it writing.
Also in primary I had to pick him up at lunchtimes then take him back.
If only I knew then what I know now.
School Exclusion
This happened to my son at St Giles academy. I told them I was unavailable until the end of the day and
required a letter to state what had happened. They would not provide a letter. I told them he would be
attending school the following day. To which they responded they would not accept him into school.
EHC and Diagnosis
We were told my daughter (Aspergers) would not get an EHCP as she is academically very good pretty
much across the board. She will move up to secondary school in 2 years.
Whilst she may be just about coping most days at primary (explodes at home afterwards),
I worry about how she will cope with secondary. It's been my experience that secondary school doesn't
listen to parental concerns and won't make adjustments unless it's in writing i.e. an EHCP.
The system just doesn't work.
EHC Plan
My daughter got refused an EHCP today due to school not filling in their part correctly (basically they may
have well done nothing)!! I am in touch with core assets and left a message for Liaise to call me.
Is there anything else I can do please? I plan on taking this further.
Council told me it will be quicker to apply again rather than appeal. Is it worth going to governors?

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 - continued
EHC Plans
EHCP that's a subject......
My son was granted one after a humongous battle 3 years ago. Asd/ADHD.
The Primary were 10x better than the mainstream he was apparently able to attend when moving up.
The plan wasn't reviewed for mainstream, wasn't followed, didn't work and caused my son and family
great anxiety and difficulties. I had to pull him from mainstream for this reason. I home schooled him for 6
months until he'd just lost interest and wasn't stimulated enough. After another joust with the LCC got
him into a special school with an updated plan and he is flourishing now.
So I had a case of an EHCP in mainstream that didn't work at all. He was put on detention, behaviour
reports even every day. No 1:1.... He was so distressed after every day. It was mentally scarring.
Truth is the plan doesn't guarantee the right support, personally I think they are impossible to follow in
mainstream.
I still have no faith in the Send team at LCC. He had 4 caseworkers leave in a year.
They are bumbling idiots. They lost documents and try and follow an over complicated rule book.
There are so many cases of this now. I'm sure most of my kids are on the spectrum and currently have my
7 year old in the process for diagnosis, he like your daughter is very clever but also clearly needs
support for potential Aspergers or something. The spectrum is huge, there is not enough money in the
system to provide the support so desperately needed throughout the UK.
I can totally agree with you on the EHCP being a licence for them to act as they have to by law,
but they do the minimum in mainstream to save funds and prefer to let the child manage without a prop.
So sad.
EHC Plans
Parent finding that once she had a diagnosis the Pre-school Senco took her seriously.
She is hoping to access special school.
EHC Plans
When do they end - do they actually last until 25?
Post Education Provision
How long can your young person stay at college? The dilemma sometimes being that if they do very well
they have to leave after a year, equally frustrating that if they don't quite progress enough, they have to
leave after a year. Does anybody get 3 years now?

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 - continued
Supported Internships
Government need to make employers accountable for what happens to young people after the year of the
internship. If not they will just be used as free labour, to attract more funding or as a tick box exercise .
School Information Communications
Parent reported that School information is getting lost when handed over to help with the clinical assessments.

Praise for School
Reported that Bourne Academy is a good school, and trying their best.
Praise for LRAC
LRAC near Louth has been reopened which was good news to parents who have a young person who is
now attending .

Making parents’ views and voices heard with service providers
School Transport
Independent travel training
Mixed views about this, some parents have had good experiences although others not taken it.
Transport to and from college
Sometimes written into provision, sometimes not, seems to be pot luck,
others struggling to get an assessment .

Personal Budgets
Access Pathways
How do you access them? Many parents don't know that you need to have a social worker to access this.
Some young people are 19 before they ever meet one.

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

Social Care
Transition to Adult Care
The main issue for one parent was that the social worker advised that the adult assessment would only
take 6 months to sort out before the young person is 18 so would not start until then.
The Intake Team are aware as the parent self-referred. The LCC and Code of Practise advised to
start transition in year 9 so conflict of information being given, making parents confused.

Health
Dental treatment
Orthodontist nurse in Spalding showed no understanding when my Autistic daughter struggled with some
of the treatment. They were made aware of the ASD diagnosis at the start of treatment.
GP Access
Very difficult to access female GPs whether for yourself as a female parent or your female child,
some surgeries don't seem to have much availability.
Waiting Lists
Waiting lists are too long.
Hospital Disability Liaison Nurse
For our young people who are 16+ there is the Disability Liaison Nurse who can be contacted at Boston
Hospital or Lincoln hospital who will do a person centred care plan which all health professionals have to
read and adhere too. They help with tests, admission to hospital and find out what personal support will
make a better stay.
Healthwatch
Tim from Healthwatch joined us and talked about annual health checks, do people know they are entitled
to them and check that your local surgery has you registered as a carer?
Staff Skills
Still amazed that another professional could see the child has ASD but had no form of training how to give
appropriate support while giving therapy.
Staff Skills
Parent had to explain child's condition even though big set of notes in front of them and child having
a melt down due to the environment and too many questions being asked.

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 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.

