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Let's all speak up!
All our newsletters focus on making sure that parent carers' views and experiences are taken 
into account by decision-makers and service-planners. But this one has a special focus on that 
subject.  In meetings attended by Family Voice Norfolk representatives, a lot of long words are 
used to describe what is really very simple – making sure the people most concerned have a 
say in the services they receive. 

We all have busy lives and we can't respond to every opportunity, but if you can, choose one 
from this newsletter – they are all marked with a star – and let someone know what you think 
and feel. Now, more than ever, it can really make a difference.   
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We have been working on…
Family Voice Norfolk representatives attend meetings and give feedback to the local authority, 
health services and voluntary groups about what families with children and young people 
with special educational needs and/or disabilities (SEND) are telling us. Our aim is always 
to improve services for our families. Here are just a few of the pieces of work we have been 
involved in during April and May.

Sharing what matters to you about health services 
On Wednesday 4 May, two of our Family Voice Norfolk parent carer 
representatives met Tracey Bleakley, Chief Executive Officer Designate 
of the Norfolk and Waveney Integrated Care Board. The ‘round table’ 
session was organised by Andy McGowan of Caring Together and gave 
us, and other carers and representatives of organisations, the opportunity 
to voice the concerns that our members had shared with us. 

Thank you to all of you who took the time to email and message us with 
the issues and concerns around health that are affecting your families. We were very careful 
to voice all of the subjects you raised so that Tracey is aware of what matters to you and to us 
about health services. These include services you are receiving and those that are difficult to 
access or simply not available – gaps that need to be filled. 

Tracey Bleakley left the meeting with a very clear picture of parent carers’ experiences and 
concerns, including :

l   �Mental health concerns for parent carers and the impact of the exhausting fight for 
services.

l   �Mental health failings, gaps, waiting lists and issues around autism and learning disabilities 
within children’s and adult mental health services.

l   �Transitions within health from children’s health services to adult health services and also 
the difficulties around some specific medications that ‘cease’ once a child turns 18.

l   �Inconsistencies and the questionable quality of Carers’ Health Checks and the post-14 
Autism and Learning Disability Health Checks that should be offered to our young people 
by GP surgeries.

l   �Dentistry.

l   �Lack of awareness of parent carers as carers – those who don’t walk in our shoes may not 
understand the extra work, stresses and isolation of our role, including professionals who 
really should know.

l   �Waiting lists – those for neurodevelopmental disorder diagnosis, for speech and language 
therapy, the current lack of sensory occupational therapy in Norfolk and Waveney.

l   �Communication – the importance of listening to parent carers, hearing what they say, 
valuing their knowledge as the experts on their child or young person.

l   �Lack of  ‘join-up’ within services and the impact of having to tell your child’s story over and 
over again.
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What happens after the re-visit? 
The published letter from the inspectors will include:

l  �the decision about whether the local area has made sufficient progress in relation to each of 
the serious weaknesses identified at the initial inspection

l  �a clear and brief summary of the effectiveness of leaders’ actions against each serious 
weakness identified in the WSOA

l  �where relevant, information about how the pandemic has impacted on children and young 
people with SEND in the area, their families and the local SEND system, and how local area 
leaders have adapted their plans

l  �reference to any other serious concerns, along with evidence, identified during the re-
visit, and clarification that these will be communicated to the DfE and NHS England and 
will be used to determine the timing of the next inspection (under any future area SEND 
framework)

If a local area has made sufficient progress in addressing all of the areas of significant 
weakness, the Department for Education (DfE) and NHS England will stop making their formal 
quarterly support and challenge visits.

If a local area is making insufficient progress in addressing any of the areas of significant 
weakness, it is for the DfE and NHS England to determine the next steps. This may include the 
Secretary of State using their powers of intervention. Ofsted and the CQC will not carry out 
any further re-visits unless directed to do so by the Secretary of State.

When will our local area have its next SEND inspection? 
This is not yet clear. Ofsted/CQC are currently working on developing a new inspection 
framework that will be less focused on the 2014 SEND reforms and more on how local area 
SEND arrangements affect children and young people, in Ofsted’s words: ‘whether they make 
sustained and significant improvement for children, young people and their families.’

Whatever the new plans, they will go out for consultation before being adopted. We will 
certainly let you know when this happens.

Eastern Region of Parent Carer Forums (ERPCF)
In early May a Family Voice Norfolk representative travelled to Cambridge for her first in-
the-room meeting in many months to meet up with reps from other parent carer forums in 
the eastern region. It’s a really energising experience to talk with others who are working in 
their own areas to improve services, just as we are. It’s also a way in which we can feed views 
from our region to the National Network of Parent Carer Forums (NNPCF), reps of which have 
regular meetings with government ministers and sit on important national committees. That 
way your voices from Norfolk can be heard at the heart of government.

Also at the meeting, two Department for Education representatives came along to give a 
presentation on the SEND Review green paper (see our last newsletter) and ask for the views 
of those present. We jointly raised a huge number of issues and will soon be organising events 
at which we can all talk together in Norfolk about what we want to say in the consultation. 
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Down Syndrome Act 2022
The Down Syndrome Act became law in April. Its aim is to ensure that health, education, 
and local authorities take account of the specific needs of people with Down syndrome 
when exercising their relevant functions. The Act is just the first stage. The Secretary of State, 
after taking advice, first has to develop and issue guidance to health, education and local 
authorities (in respect of social care and housing) on how to meet those specific needs of 
people with Down syndrome, and then the relevant authorities have to have due regard to 
the guidance in providing services.

The Act, even from those of us who love and care for a person with Down syndrome, has 
received criticism. Some widely stated issues are:

l   �current government policy focuses on recognising and addressing the inequalities and 
premature mortality faced by all people with learning disabilities including those with 
Down syndrome. Government policy does not typically differentiate between different 
parts of the population except where there is clinical justification (for example adults 
with Down syndrome were identified as being at far greater risk of severe outcomes 
from COVID-19 and identified as Clinically Extremely Vulnerable). Shouldn’t we be 
concentrating on ensuring that all people with a learning disability have the services they 
need?

l   �Local authorities are legally obliged to use assessment under the Care Act 2014 to assess 
people based on need, not diagnostic categories. It can’t be right that people with Down 
syndrome have preferential treatment, so how will the new bill improve things?

However, evidence indicates that people with Down syndrome face specific challenges. The 
Bill seeks to address these by ensuring that relevant authorities will have clear guidance on 
appropriate steps for them to take to meet the needs of people with Down syndrome. 

The guidance will also help individuals with Down syndrome and their families to have a 
clearer understanding of what they can expect and what they are entitled to receive.

This is all the more important when we consider that this is the first generation in which 
people with Down syndrome are likely to outlive their parents. 

Speaking as both the editor of this newsletter and the mother of a much-loved young 
woman with Down syndrome, I see the arguments on both sides. I would wish all people 
with a learning disability to be treated fairly, but I would also welcome more knowledge 
among professionals about the specific needs of people with Down syndrome. I still have 
to explain to people that giving my daughter a string of verbal instructions is setting her up 
to fail, as she has a very short short-term memory, while giving her the same list in writing 
would enable her to deal with everything easily. 

At Family Voice, we consider any kind of special educational need or disability as of 
equal importance – there shouldn’t be any kind of hierarchy for our children. And we are 
particularly mindful of those who do not have a clear diagnosis and therefore often lack 
access to condition-specific advice and the support of other families with similar challenges. 

A note about terminology:  The DS bill uses ‘Down syndrome’, which is why we have 
used it above, but in the UK  ‘Down’s syndrome’ is commonly used as well. 
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Available Sunday - Thursday 7pm - 9pm
03303 530 541

SUPPORTING 
THE NATION’S 
SLEEP

Need help
with sleep 
issues?

Available Sunday - Thursday 7pm - 9pm
03303 530 541

WE CAN HELP

Does your child
suffer with

sleep issues?
Do you struggle 

with your child’s 
bedtime?

Will your child 
not sleep in 

their own bed? 
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News from the Navigators
Year one… 
In 2021, the Norfolk and Waveney Health and Care 
Partnership were successful in securing £345,000 of 
funding from NHS England & Improvement to support 
children and young people with a learning disability, 
autism, or both, who are at risk of admission to a 
specialist hospital.

The funding secured a team of five Transforming Care 
Navigators who support and guide children, young 
people, and their families to navigate the health, 
education, and social care systems.  

By getting the right help and support at the right time, it is hoped 
this will improve outcomes for these children and young people 
and reduce the risk of a hospital admission.

To-date, the Transforming Care Navigators have been supporting children and young 
people up to the age of 18 in a specialist hospital provision and those who are living in the 
community but are deemed at imminent risk of admission.

The Navigators have been working across Norfolk and Waveney, providing highly 
personalised and flexible face-to-face support to identify what works well for the individual, 
where support is helpful and where support is required. The service is person-centred and 
takes a whole-family approach, with support tailored to the outcomes identified by the 
young person.

Year two… 
In April 2022, NHS England & Improvement awarded the Norfolk and Waveney Health and 
Care Partnership a further £508,000 in response to a bid to expand the Navigator service to 
support more families across Norfolk and Waveney.

From 1 April 2022, the Navigator Team has extended their referral criteria to offer support 
not only to those children and young people in inpatient settings and those deemed at 
imminent risk of admission to a specialist hospital, but to young people:

l   Demonstrating early signs of distress

l   At risk of placement breakdown

l   On the edge of care – at risk of being removed from the family home

l   Regularly presenting to A & E due to a mental health difficulty.

To be eligible for Navigator support, the young person must have a diagnosis of a learning 
disability, autism, or both.

Continued on page 26

You are one of the only 
people that listens to me.










