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3rd County Coffee Morning
Feedback from Parent Carers
Introduction
Lincolnshire Parent Carer Forum( LPCF) held our 3rd County Coffee morning at St Peters Hall, Woodhall
Spa on 5th June 2017. It was from 11am - 2.30pm to accommodate parents attending during school time.
A total of 30 parents attended giving up their valuable time to participate at our event.
The aim of the event was to inform parents about the
work of our Charity and the support and information
it provides for parents.
As our main remit is participation and engagement
with parent carers, we gave parents the chance to
participate in a number of activities.
The event was very informal and parents were
encouraged by our volunteers to join in and give
us their views.
Their anonymised views have been collated and
published in this report to be circulated to service
providers to help influence the provision of services.

Coralie hosted the event and introduced the LPCF
volunteers who in turn told everyone a little about
themselves and why they volunteered.
Parents were asked to participate in activities alongside
LPCF volunteers and the outcomes of these have been
published in this report.

LPCF First Award Winners
During the event LPCF announced the winners of the first
ever award for individuals and agencies who have been
nominated by parent carers, for service and dedication above
the general standard. Russell Outen-Coe (NHS)
collected the winner’s certificate on behalf of Eric Ormond.
Winner - Eric Ormond Individual Volunteer
Runner Up - Julie Appleyard (Runner Up) Community Health
Runner Up - Ellen Smith Occupational Therapy (Adults Neuro
Rehabilitation Team
A full listing of the Awards can be found on our website
MAKE YOUR OWN NOMINATION
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First chance to meet the professionals!!
LPCF provided parent carers their first opportunity to meet with professionals on a one to one basis and
discuss their own issues with them.
Sixteen appointments were booked to speak to the professionals on the day and professionals had been
given details of the concerns beforehand.
The importance of this exercise in listening to parent views and opinions was taken very seriously by
service providers, so much so that the six key managers for Special Educational Needs and Disability
(SEND), Social Care, Clinical Commissioning Groups ( CCGS) and Health attended to talk to parents about
their roles and address parents individual concerns. These were:Karen Tipton, Principal Practitioner, Adult Social Care Intake Team
The Intake team are a county wide team responsible for undertaking Adult Needs Assessments for all
adults with learning disabilities referred to adult social care. They are also responsible for assessing
young people referred to the Intake Team who are in' transition' and have a learning disability, physical
disability or autism who may need an adult social care service on becoming an adult at 18.
Karen Dowman
SEND Team Manager for Children with Disabilities and Social care , Occupational therapy (aids &
adaptations) and Short Breaks lead.
Kate Capel
SEND Team Manager. Responsible for the locality of North Kesteven/South Kesteven.
Also strategic lead for Post 16.
Michelle White
SEND team manager , Lincoln and West Lindsey locality and
strategic lead 0-16 years Education, Health and Care Plans.
Russell Outen-Coe
Designated Clinical Officer for children and young people
with Special Educational Needs and Disability.
Claire Hornsby
Engagement Manager - Lincolnshire East CCG.

Parents reported,
“ It is brilliant to get a chance to speak directly to the managers who can make a difference”.
LPCF commented,
“We feel that by holding these events we are helping to build more positive relationships
where issues can be addressed face to face without any barriers
and parents feel able to speak frankly about the issues that are occurring.”
Professionals reported
“ the opportunity to address parents concerns was extremely useful
and we would appreciate the chance to repeat this at a later date”.
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Lincolnshire’s Short Breaks
Kate and Michelle asked parents their views on Short Breaks. Parents told them:-

YES

NO

Are you aware of the criteria?

86%
86%
36%

14%
14%
64%

Do you know about the Short Breaks Service Statement?

14%

86%

Is it relevant?

29%
43%
14%
29%

71%
57%
86 %
71%

Do you know what Short Breaks are?
Do you know who they are for?

Have you been able to access Short Breaks?
Did you use the Local Offer to find the information?
Did you need support to access the Short Break?
IF YES: What support did you need?
Parents were asked to comment further:• Haven’t used Short Breaks as we have a touring caravan which we use.

• Local Offer is a minefield and can be difficult to find what you are looking for as it depends on how it
has been listed.
• Accessing the Local Offer is difficult and searching for specific things is near impossible so information
needs to be available elsewhere.
• We used the static caravan at Butlins Skegness, in its first year and couldn’t fault it – it was a lovely
caravan in a really quiet area of the park.
•

Have not used short Breaks yet, but plan to.

•

We were told that Short Breaks ended Post 16?

•

Enjoyed it once I finally got a “Short Break” which took 3 years.

•

There is not enough information about what is available.

•

It is not clear what is available to whom, where and when.

•

Not sure of the age criteria.

•

Found information through Liaise.

•

Haven’t tried yet as son not diagnosed.

•

Information would be helpful.

• Would be useful of Short Breaks went up to age 25 as per the reforms
Would you access Short Breaks again?
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43%

57%

Lincolnshire’s Local Offer
The Local Offer is part of the Special Educational Needs and Disability (SEND) reforms from the Children
and Families Act 2014.
There are two main purposes for the Local Offer:• to improve information about services and provision available for families, children and young
people with Special Educational Needs and Disabilities, and to make it easier for all families to find this
information by making it available in one place.
• that by working directly with families, children and young people on developing the Local
Offer, Local Authorities and Health partners can improve provision.
Lincolnshire’s Local Offer includes leisure and activity providers, health and care services, education
providers and support groups.
Parents were asked:YES

NO

Have you heard of the Local Offer?

72%

28%

Did you know what the Local Offer was
(before today)?

54%

46%

Can you find its website?

82%

18%

Did you find what activities you were searching for?

54%

46%

If YES:
How long did it take you to find what you were looking for?

Up to 5 min 1%

Over 5 min 99%

Is it simple to use?

28%

72%

Is It understandable?

28%

72%

Would you use it again?

64%

36%
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Lincolnshire’s Local Offer continued..
What are its good points?
•
•
•
•
•
•
•
•
•
•

A single source of information. The first place to look.
Easy to access.
LPCF pointed out about using different areas of the internet.
It’s good that everything is in one place.
A lot of information.
I wasn’t able to access relevant information so I can’t see the good points at the moment.
It exists!!
A selection of information.
Where do I start with Send (useful section).
Directory of services is useful on providing parents with a reference point.

How could it be improved?
•
•
•
•
•
•
•
•
•
•

Simplicity.
Time searchable and predictive.
The website is difficult to navigate if you are not sure exactly what you are looking for.
Links don’t work.
Keep it updated.
Local Councils should not hide provision on their website.
Wider search terms.
Re-introduction of the 4all newsletter that signposted new services/activities.
Easier to find search facility.
Someone employed specifically for this huge piece of work in keeping it updated and current. Do not
rely on providers to do this as it again passes the buck.

Any other comments?
• Database search criteria needs adjusting.
• When searching it would be useful if you didn’t have to put “correct term” in. It can take a long time
if you don’t know exactly what you are searching.
• Very many options upon first search.
• What about people who don’t have internet access?
• Theory is good, in practice unless you know what you are looking for it is difficult to use.

6

LPCF Website
Volunteer John Chambers explored the LPCF website with parents and they gave their feedback as follows:-

Strongly
agree

Agree

Unsure

LPCF website is simple to use

72%

14%

14%

LPCF website is informative

86%

I use the website regularly

14%

Disagree

Strongly
Disagree

14%
57%

29%

Comments

I do not use it regularly but after today's in-depth guide I have been inspired to use it more!

Looking forward to reading parents comments and links to CASY and more meetings coming up.

Brilliant service, useful and always find what I need.

Thank you—it’s a useful resource.
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Other - including Leisure etc.
Parents were invited to comment on a range of subjects that interested them.
They were asked to give both positive and negative comments using the comment cards provided.
Tell us your thoughts on Leisure activities for your family

Positive

Negative

•

•
•

•
•
•
•

Most accessible special screenings for cinema and swim
sessions for SEN.
Music is a vital necessity.
RDA riding for the disabled is a very good supportive group,
confidence has grown and helped with coordination.
Groups that support you and accommodate your needs.
We go swimming twice a week and soft play once a week.

A feeling of should we be there?
Can only attend activities designed for
special needs.

Tell us your thoughts about Core Assets?
Positive
Negative
•

They have been out
to parent group
meetings to help
other parents.

•
•
•

I am not aware of this group.
Wish I hadn’t bothered. A waste of few hours of my life. Sat going through
several forms, I provided all the evidence and then I ended up doing the EHC
plan on my own. Lack of contact after initial meeting at my home.
I asked for help with initial EHCP and was told that they could not help me.

Tell us your thoughts on Lincolnshire Parent Carer Forum

Positive

Negative

•
•

•

•
•

Very helpful.
Making steps to connect people through social media i.e. Twitter and
Facebook.
Planning to do Top Tips will be useful for other parents.
Very helpful inviting the managers to address our individual concerns.
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Bias to the South of
the county

Tell us your thoughts on the Portage service?
Positive

Negative

•

•

Support for our daughter was excellent. A rapport was established
between the worker, our daughter and ourselves.

Tell us your thoughts about Liaise?
Positive
•
•

Awful!

Negative
•

Brilliant!!
Always had positive help from Liaise.

I don’t know what they do.

Tell us your thoughts on Carers Assessments?
Positive

Negative

•

•

Carers First were brilliant and very understanding.

•
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Cutting the personal budget for carers is a negative
move in my opinion—has adverse affects on wellbeing of carers.
Terrible!

Education
Tell us your thoughts on home to school transport?
Positive
Negative
• Positive at the moment but at times negative

•

due to company changes and changes of
Personal Assistant.

Oh my god. Awful , frustrating. Tear your hair out and
scream loudly!!
Late taxis , lack of consistency. Issues with bullying, no
passenger assistant to assist with behaviour issues.

•

Tell us your thoughts on EHC plans?
Positive

Negative

•

•

•

In principle they are excellent but they
don’t always work.
It was well organised and my daughter
was involved. It was only done recently so
I don’t know how well it will work compared to her statement.

•
•

•

EHCPs should look at meeting the likely issues to arise in
the next year, not just solving current issues. The time
frames for EHCP are not adhered to– I thought these were
legally binding!!
Making sure everything that is named as needed is acted
on and carried out.
The process of achieving an EHC plan was unacceptably
stressful. I encountered unprofessional staff, poor process,
unacceptable delays. In short, it felt as if I was driving/
coordinating the process from start to finish.
Ended up writing my own and presenting it as the caseworker was hopeless and I had 12 draft plans, most of
which were factually incorrect.

Tell us your thoughts on Educational Psychologists?
Positive
Negative
•

•
•

The locum EP who assisted in my son’s
EHCP was marvellous – he really
understood both my son’s difficulties
and the needs of the family!
That such a service exists in the
County.
We now have an amazing EP who has
been extremely proactive with
supporting my child.

•

•

•

That they cannot be experts in all conditions– so need to
pay heed to specialist medical reports presented to them
when making an assessment. I only have one experience of
an EP– my child has fine motor difficulties due to brain
injury– as specified in the specialist report provided– but it
was ignored totally in all respects—his conclusion being
that my child ”simply required more handwriting lessons”,
when he clearly needed a computer. With the schools’
agreement we then provided a computer.
No review for 5 years. Requested meeting at Annual Review. Now waiting for appointment! SENDCo at school next
to useless.
It took too long to get to this point.

Tell us your thoughts on Transitions from Primary to Secondary School
Positive

Negative

•

•

When my daughter was transitioning to the Gleed
school they were very supportive and helpful. She
was able to attend several extra days in order to
become used to the school environment. Once
she entered the school the support continued
and she settled in very quickly and smoothly.
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EHCP not completed in time to ensure a smooth
transition from mainstream Primary to Special
Secondary.

Education continued
Tell us your thoughts on the Annual Review?
Positive
Negative
•

We had a very positive
review. Nine professionals
attended. Speech and Language Therapy and Liaise
pulled the meeting together.

•

•

These don’t happen annually– it has been 14 months since our last
review. The last review was never implemented, so currently working
on a 2 year old plan. There is not enough accountability to ensure
plans are implemented. Parents should not have to keep chasing these
– schools and LCC should keep each other to the time frames.
Professionals aren’t invited unless I invite them. Health are often
missing. SENDCos need training in person centred planning and
dealing with the Annual Review process.

Tell us your thoughts on SEN Support/Graduated Approach?
Positive
•
•

•

•

Negative

School have been keen to provide support
for dyslexia/writing & spelling difficulties.
SEN support at the Gleed school has been
consistently helpful and well targeted enabling my child to learn well.
SEN support in Further education - so far
Stamford College where my child is due to
start a level one animal care course in Sept,
has listened to and noted my concerns—
lets hope they deliver! I will tell you next
year! At least they listened in the first place
– when professionals don’t do that you
know it’s never going to work.
My daughter had school action plus in
place. She had 2 good Teaching Assistants
to support her.

•

Sometimes school are reluctant to progress beyond
this stage when needs are more serious.
My child's primary school does not want to help him
get a diagnosis because he is “coping” with the work
and has many friends.
It takes too long to get approval for a needs assessment. The process of assessment also takes too long.
When an assessment has been carried out, the results
are not always acted on.
My daughter only got 7 hours per week. Took 10
months to get EHC plan which was too long without
the correct support.

•

•

•

Tell us your thoughts on Supported Internships?
Positive
Negative
•

Young Persons Learning
Provision are a brilliant team
for thinking outside the box.

•

My child is having to take GCSE Maths for the 6th time to get onto the
supported internship although she has functional skills level 2. Surely
there are more cost effective ways of teaching money skills etc.

Tell us your thoughts on Preparing for Adulthood from year 9?
Positive
•
•

Negative
•

School is working with her on transitioning.
Dealing direct with over 16 Education providers
was good. This was the only way to do things
then tell LCC where my child was going.

•
•
•
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Not enough is done early enough. It’s too late to
think about it at year 9, plans need to be
formulated before then.
Nothing was given to us and no preparation at all!
Not had any input from the SENco at school in
helping prepare for transitions or any other
concerns.
Talking to the official person dealing with my child
was awkward and unhelpful.

Health
Tell us your thoughts on Diagnosis—if they were?
Positive
Negative
•

•
•
•

•

Our daughters’ diagnosis
was pushed through an
experiment to see if
early treatment would
help her progress. This
was very helpful to her.
Relief that our parenting
skills were not at fault.
Relieved.
Relieved to finally get a
diagnosis.

•
•

•

•
•

Devastated, alone, not knowing where to turn, so sad diagnosis was 14
years ago—not enough information and referrals to specialist support
services. Professionals don’t know where to send you.
Our son is coping well at school and school does not wish to help us get
a diagnosis although the SENco agrees he has Aspergers.
Devastated—didn’t know where to turn. Diagnosis was told to me on a
mobile phone by a doctor I had never met. I got the phone call on the
27th March 2012 it took me until the 12th July 2012 before I could meet
with someone ( a geneticist) at Nottingham City Hospital, who knows
anything about the rare condition my son had been diagnosed with.
A long fight for diagnosis. Ping ponged from School SENco to GP and
Paediatrician, triage, considering going for private diagnosis to clinical
psychologist.
A very long, hard, drawn out process, that if it hadn’t been for me constantly pushing it wouldn't have happened.
My world fell apart when my daughter was born.
I grieved for the child I didn’t get.

Tell us your thoughts on Physiotherapy
Positive

Negative

•

•

When they are working with your child a clear and
positive programme is given. You can also telephone
them with any issues and they will do their best to help
you.
• Brilliant when daughter was small.

•

Not enough qualified Physios in Lincolnshire to
deal with the caseload. We are not seen enough
which further down the line will have a further impact on health and wellbeing plus a strain on the
NHS.
Waiting for an appointment.

Tell us your thoughts on Occupational Therapy
Positive

Negative
•
•

•

Not enough OT’s , waiting time to get an appointment not helpful when informing school.
Told to look at the thick file and see what was appropriate for my daughter.
Not seen enough, not enough reviews or involvement. If a piece of kit is provided it is not
reviewed enough and this is not good enough when it comes to seating and posture. Not
enough OT’s for the county.
My son needs support from the Sensory Integrations Specialist OT’s. Lincolnshire NHS
Trust no longer commissions this service. The long term cost of this failure to support
must be enormous.

Tell us your thoughts on Camhs
Positive
Negative
•

Positive at present.

•
•

•

Issues with fitting the criteria. No autism friendly support.
Too many cutbacks in services, discharged too soon. No signposting
elsewhere to help your child. End up having to pay privately.
They don’t know enough about children with disabilities.
Originally had to wait a long time. Behaviours were worse because of it.
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Health Continued
Tell us your thoughts on GP’s
Positive
Negative
•

•

•
•

•

•

•

When we needed repeat medication that had
previously been supplied by the hospital the GP
had no hesitation in continuing to supply
without the need for hospital permission. The
16+ list stating my son had Learning Disabilities
was activated.
The nurses are really helpful and will go along
with suggestions of best practise to get blood
test.
ADHD clinic good but you have to tell them
what you want.
Triage nurse will now prescribe antibiotics
when child’s condition occurs without seeing
her.
If you have a family GP who knows you or your
family and is with you for many years it can be
a really positive experience as it was for us.
(When they retire though as ours did after 25
years it is really hard.)
Gave me the time to talk and read notes on my
son and suggested I take it further with SEN at
school.
Woodhall Spa new surgery—excellent support
from GP’s and practice manager.

•

•
•
•
•
•

•
•

•
•

They don’t know enough about your child's
difficulties and disabilities, You have to explain every
time you go what the issues are and it would be nice if
it was on the system and not have to wait until they are
16 to be put on the vulnerable list.
They do not know who my daughter is or that she has
special needs.
Need to be advised re health Assessments re 16+ and if
they are annually for young people with special needs.
Tricky to get urgent appointments.
In our practice now we no longer have a named GP unless you are over 70.
GP’s are by nature not specialists in every field – so in
the case of my son, it would have been hugely
beneficial to be referred early to a specialist in the field
- rather than us having to do it all ourselves.
Refused to see a GP—always see a nurse practitioner.
Has not even seen my son, yet has dismissed my concerns ( written diary) as not relevant as he is not presenting at school. Did not hear from doctor with
Community Paediatrics letter until I followed it up four
times! (3 months after referral).
Getting prescriptions made by other Drs difficult.
Reminding them to label bottle as well, as box.
Waiting times difficult.

Tell us your thoughts on Paediatricians
Positive
Negative
• Once you get to see them - very happy with

help given and further referrals onto other
needed services.
• Was good that there was the facility for
assessment at important stages (pre-school
etc), but they are not specialists in every
field, so should refer you to specialist assessment of your young person’s condition.
• Dr Thomas (Clinical) brilliant.

• Not enough of them. Waiting system too long. In the system
•
•
•
•
•

but shown as discharged so not always receiving an
appointment.
Need more of them.
Child is just a number.
We have not had access to a paediatrician and do not know
how we would gain access to one. The GP said there was no
need as our daughter already has a diagnosis.
Difficult to get an appointment - don’t want to listen and just
want to tick boxes.
Issues with the safety of my son in a room whilst talking to
the doctor.
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Social Care
Tell us your thoughts on Respite Care
Positive

Negative

•

•

Haven Cottage—amazing. More places like
this needed so more people can access that
need the help.

Impossible to get—don’t meet criteria. A long distance
to get it as nearer providers have closed down.
A lot of paperwork involved.

•

Tell us your thoughts on Social Care in Lincolnshire
Positive
Negative
•
•
•

OK at present but still having to battle for extras
that should be in place directly.
Trainee Social Worker was brilliant, supported,
worked with parents and young person.
Talked through the process of personal budgets
and what to expect.

•
•
•

•

•
•
•
•

Shouldn’t have to fight and battle to get there.
CWD should carry on to 25 years like SEND 0-25
years.
We refused a social worker as we were told we
don’t have to have one.
My son has had a statement since age 5 he is now
21 years old and has never seen anyone from
Social Care. My dealings with his transitions team
have been awkward and I am not alone as many
parents I know dread a particular woman……
Its rubbish—not looking forward to transition to
another service. Got no social worker, told no
longer needed as my son is not disabled enough.
Every child with a disability, physical or learning
should have access to a social worker.
Transition from children to adults’ services was
naff!
Would love to know the “family Tree” of the Intake
team.
Been told conflicting advice.
Be more open re CSO role as the badge makes out
it is a Social worker role instead of a Community
support officer who has trained but is not a qualified Social Worker.

Summary - Overview
The past months have been a busy period for LPCF gathering Parent Carers views from our many
different sources, Coffee Events, Facebook, Consultations etc.
As is expected there are many issues areas surrounding the practice and delivery of the governments
Code of Practice commitments, NHS plans and Local Authority developments for Children with SEND.
Whilst numerous matters have been raised which will be passed to Service Providers, agencies and
others, LPCF are positively heartened to hear of some excellent examples of practice and delivery
through it’s new Awards Scheme. (see Website)
We have one simple message to:Service Providers - Keep up the good work and hopefully consider the items raised herewith so that they
can help guide you towards better delivery and practice.
Parent Carers - Make your voices heard - change is possible if we all contribute, but try to be realistic.
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Parents were asked what they wish for themselves:•

A Lincoln Coffee Morning.

•

Three parents asked for a coffee morning in Woodhall Spa.

•

Sensory Assessments to be commissioned as a service in Lincolnshire.

•

The chance for my husband and I to have one whole day and night in the knowledge that my child
is safe and cared for while we are away.

•

More chances of respite so sanity can return.

•

More respite in the Bourne area (not private).

•

Time for me.

•

Workshops and training for family members.

Parents were asked what they wished for their child with a Disability/SEN:•

Directions as early as possible to specialist advice, assessment or support for the condition.

•

That after 20 years we shouldn’t have to still fight for services.

•

Parent carers are the advocate and professional for your child.

•

The full amount of support that they really need.

•

More teenage appropriate groups—youth clubs in my area—Bourne.

•

No more battling to get the young person’s needs met.

•

School staff to look closer at child's needs not behaviour.

•

Consistency with Health—who you see.

•

Buddy to take my son out to activities he enjoys.

•

The right provision.

•

Shorter time line to get the right needs for the young person.

•

Transitions to run smoothly as per the information leaflets.
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A Big Thank you to:

The 30 parents who attended the event and gave us their feedback
on issues that affect their lives.



Representatives from the Local Authority and Health Service who kindly
offered to speak to parents directly about their issues.
You really made a difference.



LPCF Volunteers who organised and hosted the event, whilst juggling their
own families needs. We couldn’t do it without you!

Feedback about the event
Professionals comments:•

Brilliant opportunity to meet parents face to face. Fabulous opportunity to listen to real lives

• If there is a theme that parents have ( an issue or worry) it gives us a chance to raise their issues with
us and respond.
Parents comments:•

Refreshments – a happy face just doesn’t do it justice – should be an ecstatic face.

•

We were treated sensitively and caringly by everyone when we raised our issues with the
professionals.

•

Thanks to everyone involved in any way today – it was all much appreciated.

•

Venue – a good central location for us all in the county too.

•

Couldn’t have asked for more.

•

Great Food !!!! (Thanks Carol and Pat)

•

A day where the voices of Parent carers were heard
by some top professionals.
It made us feel that someone was interested
enough to listen.

CONTACT DETAILS
Website: www.lincspcf.org.uk

Email: admin@lincspcf.org.uk

Address: LPCF, PO Box 1183, Spalding, PE11 9EE
Tel: 0845 33 11 310
If you phone please leave a message and we will return your call.
To help us with fundraising, subscribe to the Lottery Club by:
Tel : 07593 553 609 or E-mail Carol on : carol.lotteryclub@gosberton.plus.com
16

