
Suffolk Parent Carer Forum Newsletter
Welcome to our new and improved newsletter where you will find news, updates 

and events.
continued support and contributions from all who feedback to us.

You may notice we recently changed our font to become more dyslexia friendly, 

we hope you like it! 

We’re making some changes to our website to incorporate the new font and 

updating the content. Please bare with us while we implement the changes.

You can provide your feedback here - SPCF Members Feedback Form

We’re always looking at growing our member base and widening our reach in 

Suffolk. If you know any other Parent Carers they can sign up to be a member here 

- Membership - Suffolk Parent Carer Forum

Suffolk Parent Carer 

Forum Newsletter

May 2024

Welcome to our new members!

SPCF Closed
Please note that Suffolk Parent Carer Forum will be closed from Monday 27th May 

and will re open Monday 3rd June when we will respond to any enquiries

https://forms.office.com/pages/responsepage.aspx?id=6mxZjQtcgk6kDHd8hX_ygFQRu_7z5NVDnAyIouwzfeFUNEtGQU9ZODBSTVpTUTBGSVJTVzVQMjhBOCQlQCN0PWcu
https://suffolkpcf.co.uk/membership/
http://www.suffolkpcf.co.uk/


SEND Strategy 2024-2028
The 24-29 send strategy has been signed off and will be published in June. SPCF 

have spent a considerable amount of time on this. Many other meetings were 

cancelled or postponed by the local area partnership to prioritise the strategy.

We were very concerned that there was a request to remove the word gaslit from 

parents and carers feedback. SPCF stood firm and would not remove the voice of 

lived experience. This involved additional meetings, calls and emails as well as 

giving up personal time at the weekend and consulting Refuge, practitioners and 

the Certain Curtain Theatre Company. We are pleased that our firm stance has 

meant parents and carers feedback is uncensored in the new strategy.

Activities Unlimited Awards 2024-2025
Activities Unlimited have been processing the awards for this year. New 

applications have to be processed through their relevant checks. A new provider 

for "know your customer" checks had to be found. It has caused some delays but 

hopefully families will receive notice that their award has been paid very soon. 

SPCF recognise the delay can be difficult as well as not having funds available 

over Easter. We will feed this back at our next meeting with Activities Unlimited. this

Executive Director for Children & Young People 
SPCF met with the new executive director for children and young people, Sarah-

Jane Smedmor. We gave her a frank view of the situation for families in Suffolk and 

the desperate and urgent need for change. The forum currently working with 

Sarah-Jane have found it to be a positive experience. We look forward to Sarah-

Jane joining us and meeting parents, carers, children and young people in Suffolk.

Independent Improvement Board Chair
SPCF also met with Kathryn Bolton. We shared the difficulties and frustrations of 

families in Suffolk. We hope that her independence will help to lead positive 

change, meaning better outcomes for the children and young people of Suffolk.



Shadow Improvement Board Meeting

SPCF were pleased to show their membership and follower growth at this 

meeting. 

Shadow Improvement Board

Feedback from SPCF
We are concerned about attitudes from our experience as a forum and from 

feedback from families. In a nutshell these attitudes are demonstrating 

defensiveness and lack of listening. We need listening to learn not listening to 

defend.

Families tell us when making contact with Suffolk County Council they don’t feel 

heard, they don’t experience empathy and are met with defence. We agree. When 

we raise issues we are often asked how many people? It doesn’t matter. We also 

do not have the time and staff capacity to make endless tallies. When we are met 

with this we feel Suffolk County Council are minimising.



Shadow Improvement Board

Feedback from SPCF Cont.

We would like to be clear our feedback is from families. We do not make it up or 

simply feedback on our own experiences although they are just as valid. When we 

mention names it’s to help you identify and resolve problems. It is not to single 

out or pick on anyone. It is natural that we will individually get more feedback 

from the parts of the county we live in because that is our community.

The issues over parent carer feedback in the SEND strategy have been incredibly 

disappointing. The suggestion to change parent carers views demonstrates a lack 

of understanding and awareness to the real, lived experiences and contradicts 

the strategy. We were disappointed to see Cllr Reids email. It included a quote 

from an American domestic abuse hotline which makes it bias to the situation. I 

spoke to Refuge in the UK who are part of the UK Domestic Abuse hotline who 

said..

“The dictionary definition of Gaslight does not include any reference to who may 

perpetrate this behaviour other than in examples of how to use the word in a 

sentence. They define it as "to trick or control someone by making them believe 

that their memories or beliefs about something are wrong."

I believe you are doing the right thing in standing firm  to ensure parents and 

carers have their voice heard and gaslighting is a term very often used with 

regards to professionals, even outside of the context of a local authority.”

However difficult it might be to hear, the truth is parent carers do feel gaslit.

Families tell us complaints are shut down and no empathy is shown. They are just 

met with defence. Families strongly feel the local authority ring fence. They feel 

they are gaslit. Families do not feel the complaints system is working for anyone 

but the local authority. The complaints system is broken! Families are not the 

problem for complaining, you are the problem for giving them cause for 

complaint!



Shadow Improvement Board

Feedback from SPCF Cont.
Communications are corporate and not person centred. It needs to be remembered 

that these are real people’s lives. We are talking about a child’s future, not a 

transaction.

There is NO accountability. This is clearly demonstrated to the forum, to our 

members and those who feedback to us. We do not want lip service or 

procrastination. We want solid actions that change culture, actually hold to 

account and follow the law. These things are doing nothing to build relationships 

or trust. This feedback needs to be taken on board and not defended.

The most recent data shows the average current wait for a finalised EHCP is 36 

weeks and 4 days. 62.1% are late and 13.6% over 52 weeks. We have been told that 

all draft plans are checked by a manager before they are sent out to families. We 

raised concerns over the competency of these checks as poor quality plans that 

are not specified or quantified are still reaching families.

*Trigger Warning* The next page mentions suicide



Zero Suicide Alliance

Zero Suicide Alliance have developed Autism and Suicide 

awareness training.

Our chair of trustees, Sue Willgoss writes:

“I have been working with the Zero Suicide Alliance developing a new edition of 

their training to help people recognise and support autistic people who may be in 

crisis or suicidal. This was commissioned by Greater Manchester after their lead 

heard me present at a national meeting about Daniel, our loss and the horrific 

suicide statistics for autistic people. We launched on April 2nd, World Autism 

Acceptance Day, having over a 1000 people book to attend the live launch. This 

training is free and aimed to save lives.”

Details of the launch and training can be found here: Our NEW Autism and Suicide 

Awareness Training has officially launched! :: Zero Suicide Alliance

SPCF Annual 

Survey
Keep your eyes peeled for our 2024 

Annual Survey coming soon!

Call for free on 116 123

https://www.zerosuicidealliance.com/autism-suicide-training-launch-recording
https://www.zerosuicidealliance.com/autism-suicide-training-launch-recording
https://www.zerosuicidealliance.com/
https://www.samaritans.org/how-we-can-help/contact-samaritan/
https://giveusashout.org/


SPCF Open Event - Stowmarket
 

We are expecting to have representation from SES, Attendance, Travel Training, 

Sendiass, Particip8, NDD, Activities Unlimited, School Nursing, Beans, the voluntary 

sector and more.

The venue is close to main bus routes and there is a small car park at the front for 

use of attendees with mobility difficulties on a first come first served basis.



SPCF Closed
Please note that Suffolk Parent Carer Forum will be closed 

during the half term from Monday 27th May and will re open 

Monday 3rd June when we will respond to any enquiries
Activities Unlimited is part of Suffolk County 

Council. They give grants to activity providers 

around the county, to enable them to put on high

quality, inclusive groups, clubs and activities for 

children and young people with additional needs and disabilities.

Here is the guide of providers for 2024-2025 - 

Activities-unlimited-provider-guide-24-25 (suffolklocaloffer.org.uk)

Short Breaks Personal Budgets
A Short Break Personal Budget is a sum of money paid directly to eligible families 

as a contribution to help your child access short breaks and to give you a break 

from your caring responsibilities. 

You can find out more information and how to apply here - 

Activities Unlimited Short Breaks Personal Budgets - Suffolk SEND Local Offer

Suffolk Local Offer
Suffolk Local Offer provide a range of information and advice for families of 

children and young people with Special Educational Needs and Disabilities 

(SEND) in Suffolk.

They cover topics including:

Education

Health and Wellbeing

Social Care

Preparing For Adulthood

Short Breaks & Leisure

You can find them here - 

Home - Suffolk SEND Local Offer

https://www.suffolklocaloffer.org.uk/asset-library/activities-unlimited-provider-guide-24-25.pdf
https://www.suffolklocaloffer.org.uk/short-breaks-and-leisure-activities/activities-unlimited/activities-unlimited-short-breaks-personal-budgets
https://www.suffolklocaloffer.org.uk/
https://www.suffolklocaloffer.org.uk/advice-and-support/local-offer-line


Suffolk SENDIASS (Special Educational Needs and 

Disabilities Information Advice and Support Service) 

is a confidential and impartial information, advice and support service on issues 

related to Special Educational Needs and Disability (SEND). It is free, easy to 

access and confidential. They can help children, parents and young people take 

part in decisions that affect their lives.

They offer information, advice and support to:

•Children and young people (up to 25 years) with SEND

•Parents and carers of children with SEND

•Practitioners (who might support children, young people or parents to access 

our service)

You can find a list of their Summer online sessions here -  

SENDIASS-Summer-Training-for-Families-2024.pdf

All of the SENDIASS workshops can be viewed after the event on their YouTube 

Channel here - Suffolk Sendiass - YouTube

https://suffolksendiass.co.uk/wp-content/uploads/2024/03/SENDIASS-Summer-Training-for-Families-2024.pdf
https://www.youtube.com/channel/UCBWXVnoyeC5p48nGvnvA6Cg






PACT offer non-clinical peer-led support and resources for

parents and carers. Their vision is to reach parents and 

carers across Suffolk who are caring for a child or young 

person with mental health issues. They offer support (face to face meetups, 

online, and our outreach 1:1 service), training (including Youth Mental Health First 

Aid and parent guided CBT) and tools/resources to help both with a parent/carers 

wellbeing and via them, their child/young person too.

You can contact PACT at parentsandcarerstogether@gmail.com

mailto:parentsandcarerstogether@gmail.com
https://www.parentsandcarerstogether.co.uk/
https://www.parentsandcarerstogether.co.uk/index




Contact are a charity that offer a range of services to support families with 

disabled children. They give information and advice, run a variety of workshops, 

provide 1:1 telephone appointments for parent carers needing emotional support 

and more.

You can find out more about the services they provide here – 

Support for families

Their workshop calendar can be viewed here – 

Workshops and events (contact.org.uk)

They have a Podcast showcasing topics like money matters, annual health check 

tips and more. You can find it here - 

The helpful podcast for families with disabled children - Hosted by Contact 
(acast.com)

https://contact.org.uk/about-contact/what-we-do/support-for-families/
https://contact.org.uk/about-contact/what-we-do/support-for-families/
https://contact.org.uk/help-for-families/workshops-and-events/
https://shows.acast.com/63ef6aa6edc2dc00115915e0
https://shows.acast.com/63ef6aa6edc2dc00115915e0


Family Action 

West Suffolk 

Neurodevelopmental 

Support Service

Family Action West Suffolk 

Neurodevelopmental Support 

Service support parents and 

carers of children in the 

geographical areas of Forest 

Heath, Bury St Edmunds Town 

and Bury St Edmunds Rural who 

are waiting for, or undergoing, a 

neurodevelopmental assessment, 

or where there has been a recent 

diagnosis of autism or ADHD or 

other neurodiverse condition. We 

offer 1:1 parent support, courses, 

peer support groups, and a range 

of workshops covering issues 

raised by parents/carers.

Their service is open Monday to 

Friday 9am to 5pm.

To contact the West Suffolk ND 

Support Service team:

Email: Wsuffolk@family-

action.org.uk

Telephone: 01284 636655

mailto:Wsuffolk@family-action.org.uk
mailto:Wsuffolk@family-action.org.uk


https://contact.org.uk/about-contact/news-and-views/universal-credit-managed-migration-to-be-extended-to-a-further-half-million-claimants-in-the-coming-months/


Annual Health Checks
Adults and young people aged 14 or over with a learning disability who are on the 

doctor's practice learning disability register should be invited by their doctor to 

come for an annual health check.

Most doctors offer annual health checks to people with a learning disability. But 

they do not have to offer this service.

If your doctor's practice has not offered you an annual health check, you can ask 

them if you can have one.

If they say no, ask your local community learning disability team to help you get 

one. 

Click here to find local learning disability services - Find local learning disability 

services

Mencap have an Easy Read information leaflet 

providing information about the Annual Health Check 

you can show your young person to help them 

Understand the benefit and what to expect.

Click the Mencap logo to view the Easy Read leaflet

https://www.nhs.uk/service-search/other-services/Learning-disabilities/LocationSearch/90
https://www.nhs.uk/service-search/other-services/Learning-disabilities/LocationSearch/90
https://www.mencap.org.uk/sites/default/files/2017-06/AHC%20Easy%20Read%20Guide%20Final.pdf


Suffolk Family Carers offer advice and guidance, workshops and courses, a 

listening ear, support in hospitals and help you find time for yourself. 

They have a range of events for Parent Carers both online and in person such as 

drop in sessions, swim and yoga sessions, Carer Rights workshops and more.

Here is a link to their upcoming events and workshops -  

Parent Carer Workshops | Suffolk Family Carers

https://suffolkfamilycarers.org/who-do-we-support/parent-carers/parent-carer-events/






Parent Carer Needs Assessments
Did you know Suffolk County Council offer Assessments for Parent Carers?

The purpose of a Parent Carer Needs assessment (PCNA) is for you to have an 

assessment of your own needs, allowing you to discuss with a practitioner your 

caring role and how it affects your wellbeing, your feelings and choices about 

caring, what help you need to support you as a carer of a child/young person 

with additional needs and/or disabilities, and to find out what help and support 

may be available. 

To request a Parent Carer Needs Assessment contact 

Customer First on 0808 800 4005

Find out more information here -  

Parent Carers | Suffolk Family Carers

Libraries across Suffolk have a 

range of social groups, courses, play 

sessions and events to attend. 

Find out what’s coming up here - 

What’s On | Suffolk Libraries

https://suffolkfamilycarers.org/who-do-we-support/parent-carers/
https://www.suffolklibraries.co.uk/whats-on
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