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“Seashell Trust is both honoured and privileged to sponsor the NNPCF 2015-16 annual report, 
for families and stakeholders. As a national centre of excellence, in low incidence SEND, the Trust 
explicitly recognises and actively endorses the importance of the Participation Agenda and the 
dynamic responsibility of the Parent Carer Forums strategic role in supporting the implementation 
of SEND reforms.

A major strength of the NNPCF is their unquestionable insight and expertise that 
comes from personal and fi rst-hand experience of various services and support 
for families.  As a nationally acknowledged provider, Seashell Trust is committed 
to working with the NNPCF and members, to establish co-production within our 
service, as we work to secure a positive future for children and young people with 
SEND and their families.

 The work and involvement of NNPCF is fundamentally important because the 
views of children, young people and parents are the barometers of how effective 
change is being realised for families, and they are what really matters! 

”
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Purpose of the report

The purpose of this Annual Report is to provide 
information about the National Network of Parent 
Carer Forums and to share a clear account of our 
activities, achievements and experiences since  
our previous report published in October 2015.

This report includes an overview of the national 
picture, updates on structure and function of the 
Network as a whole and regional reports. As 
there are up to 152 local Parent Carer Forums, 
all of whom have different challenges and many 
successes to report, it has been decided that 
to give these due attention and accessibility, 
they have all been collated as part of the annual 
reporting to the Department for Education and, 
highlights will be shared online. These will be 
made available on the NNPCF website.

Dame Christine Lenehan 
Director, Council for Disabled Children

“Working with NNPCF is a vital part of 
the Council for Disabled Children’s (CDC’s) 
work. We work with mutual respect and a 
clear picture of shared outcomes, it’s not 
always straightforward but it always leads to 
better results! 

”

We would especially like to thank:

Ann Gross, Stuart Miller and the 0-25 
SEND unit at the Department for Education 
and in particular Patrick Agius.

The Delivering Better Outcomes Together 
(DBOT) team led by Mott McDonald.

The Strengthening Parent Carer Participation 
team at Contact a Family, in particular 
Gail Walshe who took over after Sue 
North left, not an easy job to do.

The Steering Group would also like to 
acknowledge the pioneering work done by  
past group members that have shaped the  
NNPCF of today.

Mark Geraghty 
CEO,  
Seashell Trust

Our incomparable Programme Officer Sarah 
Gallimore, who keeps us all in line and finally, we 
would like to acknowledge the thousands and 
thousands of parent carers working in forums up 
and down the land. Without the work that you do, 
the reports, surveys and consultations that you 
complete, the emails and messages on social 
media, giving us the data and evidence about 
what is happening in your area, we could not 
honestly say that the NNPCF is the representative 
voice of parent carers. So thank you all.

Maureen Morris & Sherann Hillman  
NNPCF Co-Chairs
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“I’m always pleased to be asked to write for the NNPCF’s annual report. It’s a great 
opportunity to say thanks to the many people who work so hard to ensure that parent carers 
are able to influence local SEND policy and practice – something that’s both important and 
necessary to help bring about the system and cultural change we all want to see. 

It’s been more than two years since we introduced ambitious changes to the way we support 
children and young people with special educational needs and disabilities, and their families. 
I’m very proud of what we’ve achieved in this time. And although there’s still much to do, 
there are signs that the system really is beginning to change. 

We’re hearing some positive feedback from families about their experiences of the system – 
for example, in the way new Education, Health and Care plans are allowing them to be much 
more involved than previously. For the first time, Ofsted and the Care Quality Commission 
have embarked on a comprehensive programme of inspections, offering local areas challenge 
and helping them to recognise what they need to do to really make the reforms have the right 
impact for children and families.

And I’m always heartened to see how many local areas have developed good partnerships 
between councils and parent carers. We’re also seeing it increasingly between health 
organisations and parent carers but I want to see that become the norm.

I can’t stress enough the importance of continuing that momentum, as well as recognising 
the job is far from done. We all have a role – councils, health bodies, educational institutions, 
families, voluntary sector organisations and, yes, central government too – to make sure the 
changes we want to see do happen, so we have a system that’s the best it can be. 

Only then will we do right by the many thousands of children and young people with SEND 
in our country. So, thank you again for embracing change with such enthusiasm. I really do 
value it. Let’s keep going!

”Edward Timpson MP  
Minister of State for Vulnerable Children and Families 

Message from Edward Timpson MP 
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“On behalf of the NHS England Children 
with Complex Needs (CCN) SEND Board 
I would like to express a sincere thank you 
to the NNPCF members for their ongoing 
dedication and support to the SEND 
Programme in 2015-2016. NHS England 
is committed to continue to work in 
partnership. By strengthening and building 
local and  
national relationships we can ensure  
more effective delivery and make a  
real difference to children and young people 
with SEND in 2016-17.

”Michelle Mello  
Deputy Director of Nursing, NHS England & 
Chair of CCN SEND Board 

“It has been a privilege to work with the 
NNPCF this year, and to see the Network go 
from strength to strength. The programme 
of work for the NNPCF and Parent Carer 
Forums more widely remains pretty 
relentless, so I have nothing but respect  
for the energy, commitment and  
expertise of all those involved. 

In my role I get to see how well respected 
the NNPCF is, and the impact that it has at 
a national level. At Contact a Family we are 
proud of our role working with the NNPCF 
to promote the principles of co-production 
and to challenge decision making where it 
doesn’t reflect the views and experiences of 
parent carers of disabled children. For all of 
us committed to a better world for families 
with disabled children, progress can feel 
slow at times, so reports like this provide a 
welcome opportunity for us to step back from 
the day to day, and appreciate just what has 
been achieved over the last year. Needless to 
say, it is an impressive read, and reflects that 
the Parent Carer Participation movement is a 
pretty powerful one.

”Amanda Batten  
Chief Executive, Contact a Family 
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Introduction 
The National Network of Parent Carer Forums 
was formed in April 2010 and became a formally 
constituted group in 2013. The Network is 
made up of upto 152 local Parent Carer Forums 
from across England and is a core element of 
the Strengthening Parent Carer Participation 
Programme delivered by Contact a Family on 
behalf of the Department of Education.

More detailed background about Parent Carer 
Participation, what it means and further details 
of how the NNPCF has been developed, can be 
found in previous reports and on our website  
www.nnpcf.org.uk. 

The website also captures information, updates 
and detail about national engagement and 
consultations and is a very useful platform 
to keep up to date on current issues that 
affect the families of children and young 
people with SEN and Disabilities (SEND).

Our strap line is ‘Our Strength is Our Shared 
Experience’ and this has again been a very 
busy year across England, with parent carers 
working closely with central Government, Local 
Authorities, local and national health bodies 
and many different partners to embed the 
changes that the Children and Families Act 
2104 has brought about, and to work together 
to improve outcomes and life chances for all 
children and young people with SEND.

The aims of the NNPCF are to:
•  To ensure that good practice, knowledge and 

shared expertise about Parent Carer Participation 
continues to grow and strengthen.

•  To develop a cohesive and coherent structure to 
sustain and develop the effectiveness of Parent 
Carer Forums across England.

•  To strengthen the pan disability, parent/carer led 
model of local forums and boost our collective 
voice.

How we work – our core values 
The forums are made up of parent carers of 
children and young people with any additional 
need(s) aged from 0 to 25 years. Our members 
are individual Parent Carer Forums who are all 
approved to receive funding from the Department 
for Education, and are endorsed by their Local 
Authority to be their local strategic partner for 
Parent Carer Participation.

The nine regional networks operate differently 
according to the members’ decisions. Therefore, 
we have developed non-negotiable core values to 
ensure consistency, and clarity about our primary 
purpose, which is building effective and meaningful 
participation and Parent Carer influence in local 
and national decision making. These values 
underpin our decisions, behaviours and plans:

•  We actively promote a parent carer led approach 
which is solutions focused and constructive.

•  We model and promote parent carers speaking 
for parent carers at all levels (rather than proxies 
representing us).

•  We promote an understanding that parent 
carers have an independent and unique voice 
and we promote recognition of their skills and 
experience.

•  We include all parent carers and others who 
have parental and carer responsibilities (foster 
carers, adoptive parents, grandparents etc).

•  We are a pan-disability organisation with 
representation across all conditions, all sectors 
and therefore seek to represent the majority 
of families by consensus rather than single 
condition or single issue campaigning.

Introduction to the National Network of Parent Carer Forums  
(NNPCF)
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Organisation and Governance Update
Following feedback from forums and recognition 
by the Steering Group that change was needed, 
the NNPCF has altered the way it works. This  
will enable us to be more effective in the use of

Key partners and working relationships

When the NNPCF was first established, it 
acted as an avenue for information and a 
voice for parent carers, ensuring that what 
was being said nationally was being heard 
centrally by government and other agencies 
who were delivering national agendas for 
children and young people with SEND.

Over the last 6 years the NNPCF has evolved to 
the extent that the commissioned 276 days a year, 
grew to around 600 actual delivered days last year. 
Naturally this needs governance, administration 
and management. The increase in effort shows 
how effective the NNPCF has been in reaching 
so many different organisations and how we have 
embedded our work with the Department for 
Education, NHS England and others.

Whilst the NNPCF has ensured that the way we 
control and report our work has been open and 
transparent, we felt that the existing procedures 

had been outgrown and change was needed to 
improve our effectiveness and use our resources 
efficiently.

The NNPCF has essentially moved into what can 
be seen as a “National” Parent Carer Forum, it has 
a Steering Group and an increasing number of 
representatives who are involved in participation 
and co-production at a national level (see 
Widening Participation update on page 15).

The diagram shows how the Steering Group in 
the middle needs to manage activities which are 
at national, regional and, sometimes local level 
as well as getting called upon to address one-off 
issues or consultations. To ensure we can react 
and plan properly, the resource pool of National 
representatives has been established to support 
our activities, and with increased funding from the 
Department for Education we are better placed, to 
be able to respond to the increasing amount of the 

our time and limited resources, to report back 
to the Parent Carer Forum membership more 
effectively, and to develop an efficient model for 
the future.
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work coming our way. These changes have been 
a key factor in enabling the Steering Group to look 
into more strategic activities and develop higher 
profile work with Government departments and 
national partners.

This increasing workload also requires a higher 
profile when it comes to sharing information and 
reporting on everything we do. As a result we are 
continuing to develop a reporting strategy, thus 
ensuring that all forums are better informed about 
our work and have a far better opportunity to be 
involved with it.

Doug Morris  
NNPCF Steering Group member  
(South West)

Statement from the Co-Chairs 
2015-16 has seen the continuation of the 
implementation of the SEND reforms. Much work 
has needed to be done to ensure the voices of 
parent carers are always at the heart of initiatives 
aimed at supporting and embedding this. For 
instance during this period, the Care Quality 
Commission (CQC) and Ofsted Accountability 
framework and local area inspections, have been 
finalised. The NNPCF have been very vocal on the 
need for Parent Carer Forums to be a central part 
of this.

It has been a challenging year for Parent Carer 
Forums, for regions and for the NNPCF nationally. 
For the NNPCF Steering Group, requests for 
involvement from strategic partners and others 
grew in number, and at times far exceeded our 
capacity to deliver. For local Parent Carer Forums 
and Regional Networks, as the reforms started 
to move to “business as usual”, and many local 
strategic boards were disbanded and SEND leads 
moved on, it became tricky to find the right people 
and opportunities to try and influence. Despite 
this we are proud of all that we have collectively 
managed to achieve and pleased to note that 
our overall membership and reach has increased 

yet again giving us a membership of over 77,000 
parent carers and over 36,000 parent carers 
actively contributing their views and experiences.

Our 2015 Annual Parent Carer Participation Event 
and NNPCF AGM was our largest yet, and gave 
us the opportunity to get feedback on what you 
thought our priorities should be, directly from you. 
After the event we took some time to look at what 
the membership were asking us to focus on and 
this resulted in our National Priorities document. 
The report highlighted the key issues facing 
families with disabled children and young people 
with SEND (see overleaf). We have shared and 
discussed it with both Edward Timpson MP, Under 
Secretary of State for Children and Families and 
Jane Ellison MP, the then Under Secretary of 
State for Health. We will ensure that we follow 
up and find out what has changed or been done 
to address the issues. In addition to this, your 
feedback made us look at ways to maximise our 
ability to increase our participation involvement. 
We quickly realised that we were underutilising our 
very capable National representatives team, so 
we set about restructuring the Steering Group and 
how we work. 

It is extremely important to get this right, so it 
has been a long and difficult process, but we are 
nearly there. The resulting changes will mean 
that there are more opportunities for members to 
become involved at a national level if they wish, 
but at the same time it leaves the Steering Group 
time to spend in their region, and to concentrate 
on the issues that the members have told us are 
important at a national level. It will also enable 
us to communicate better with our membership 
and also to respond more effectively to national 
consultations.

Many of the regions have reported that the Local 
Authorities (LAs) and Clinical Commissioning 
Groups (CCGs) in their areas, are starting to 
work together more collaboratively, and certainly 
the Local Area SEND Review has been a driver 
for this. The result of this has been a call for the 
Regional Networks to look at ways that they too 
can work together better. 
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We know there is still so much to do, to ensure 
that families of disabled children and young 
people, and those with SEND can live ordinary 
lives and achieve all that is possible for them. The 
NNPCF feels proud of the progress we have made 
in developing key relationships to ensure that 
parent carers are able to work in co-production, 
to keep trying to improve things, and in making 
sure our own structure enables this to happen, as 
widely as possible. We expect 2016-17 to be a 
year to start refelcting on how the SEND reforms

National Priorities 
Document         
At the AGM in October 
2015 the many forums 
who attended where asked 
to identify their most 
signifi cant burning issues. 
As a result the Steering 
Group 
collated and categorised the issues to 
form a set of national priorities that we later 
presented to Ministers Edward Timpson 
(Deartment for Education) 
and Jane Ellison (Deparment of Health).

The National Priorities document covers a 
broad range of subjects that clearly show the 
variety of areas that Parent Carer Forums are 
engaging in. We recognise that some points 
raised have already been addressed or are 
in progress, you will also fi nd that there are 
some issues that have been on the table for a 
long while. Our continued goal is to keep 
these priorities highlighted within the 
NNPCF, and our national partners including 
government departments. In light of the 
conversations we have had with Ministers 
we feel increasingly confi dent that your voice 
is being heard and that these priorities will 
continue to be part of the national agenda.

The top fi ve (most often raised) key themes were:

•  Participation – these are issues raised by 
forums who are concerned about their core 
function, their sustainability and how they work 
with partners in their areas.

•  Reforms – following the introduction of the 
Children and Families Act 2014, forums have 
focused their work largely in the area of the 
reforms. As a result, as is likely, a number of 
issues have arisen.

•  EHC Plans – Education, Health and Care Plans 
are a high priority for scrutiny and as a result 
forums have refl ected upon them.

•  Transport – this is a constant issue that arises 
from time to time across the country. Forums 
frequently raise issues in the area which 
demonstrates their concern.

•  Health – Health (including particularly mental 
health and wellbeing) is increasing getting a 
focus of attention by forums. As a result issues 
arise from local concerns as well as the new 
links within the SEND Reforms

You can fi nd these and all the other issues raised, 
in much more detail at:
 www.nnpcf.org.uk/national-priorities-report-
burning-issues/

collated and categorised the issues to 

have changed things for families and practitioners, 
and we are confi dent we are now in a stronger 
position to continue to infl uence the changes that 
still need to happen. 

Sherann Hillman & 
Maureen Morris 
NNPCF Co-Chairs
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Contact a Family and The National 
Network of Parent Carer Forums – 
Working in partnership to empower 
parent carers. 
As always it has been a busy and interesting year 
for Parent Carer Participation, not least because 
of staff changes at Contact a Family. Taking on 
the role of Head of Parent Carer Participation at 
Contact a Family has been both a privilege and 
a challenge. I have been part of the development 
of Parent Carer Participation and Parent Carer 
Forums since 2009 and have been able to 
see it grow and develop from a good idea into 
agreed good practice embedded in law but, there 
continues to be more work to do to champion the 
strategic involvement of parent carers in decision 
making at local, regional and national levels.

Contact a Family and the NNPCF have worked 
closely together since the NNPCF was formed in 
2010 and our relationship is based on mutual trust, 
understanding and the same desire to improve 
outcomes for families of disabled children. In the 
last 6 years both organisations have grown and 
changed and it is testament to all involved that we 
have continued to find strength in our partnership 
despite this. Since taking on my new role I have 
been working much more closely with the NNPCF 
Steering Group members and am indebted to them 
all for their help and support during this time.

Contact a Family continues to be the contracted 
delivery partner of the Department for Education in 
supporting Parent Carer Participation in England. 
As part of this contract we offer a range of support 
to all Parent Carer Forums in England, including 
administering and monitoring the grant to forums 
on behalf of the Department for Education. There 
is a named Parent Carer Participation Advisor 

for every forum and support for each Regional 
Network. The Advisors can provide information 
and advice about the day to day issues and 
challenges of running a Parent Carer Forum; also 
access to targeted, intensive work with individual 
forums and their partners is available via a team 
of associates, who are a pool of individuals with 
diverse knowledge and experience of working with 
Parent Carer Forums; Local Authorities; Health or 
voluntary groups. 

Contact a Family’s role is to support parent 
carers to speak for themselves and share their 
experiences to help influence strategic decision 
making. This compliments the NNPCF Steering 
Group whose key role is to gather and represent 
the views of parent carers across England.

The changes at Contact a Family have been 
aimed at making us stronger and more sustainable 
as an organisation so that we can continue to 
support and empower many more families. We 
are working hard to embed co-production and 
participation at the heart of all we do and our 
relationship with the NNPCF Steering Group and 
Parent Carer Forums is integral to achieving this.

It has been a pleasure to watch the NNPCF 
Steering Group re-structure and gain confidence 
through this year and I am looking forward to 
working with them as these changes become 
established.        

Gail Walshe 
Head of Parent Carer 
Participation, Contact a Family
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Director of  
Development 

and Engagement
Gethyn Williams

Strategic Health Lead
Lynn Hopperbrouwers

Head of Business 
Development

Sarah Sharlott

Local Groups 
Manager

Adele Meader

Head of Parent Carer 
Participation
Gail Walshe

Rare Conditions 
Officer

Rachel Gibson

Operations 
Lead

Carolyn Deveney

Operations 
Lead

Sarah Lee

Programme 
Officer

Helen Reid

Grants Programme 
Officer

Ben Bennett

Parent Participation Advisors
Laura Bulling  
(Yorks, Humber, North West)
Sue Mennear  
(South West & South East)
Julie Singleton  
(South East, East & Southwark)
Catherine Wood  
(E. Midlands & W. Midlands)
Heather Tarbuck (London)
Miranda Parrott (London)
Kate Hurn (North West)

Grants 
Administrator
Rachel King

NNPCF 
Programme Officer
Sarah Gallimore

Administrative 
Assistant

Ruth Stannard

The current Parent 
Participation team structure  
at Contact a Family is:

Changes to the NNPCF Steering Group 

During 2015-16 the 
Steering Group said 
goodbye to Sarah 
Thomas, the West 
Midlands Steering Group 
representative and 
Co-Chair. We are  
enormously indebted to Sarah for the work that she 
did in both roles. She left the NNPCF in a stronger 
position, by the work that she undertook during her 
years with the Steering Group. Maureen Morris the 
North East and Cumbria representative was elected 
to fill the vacant Co-Chair role. Zara Bowden was 
selected to become the West Midlands Steering 
Group representative.

As with Parent Carer Forums, where members 
come and go depending on their own 

circumstances, representatives leave the Steering 
Group either because their term of office is up, or 
because of changes in their personal lives. Each 
one leaves an indelible mark on the NNPCF, by the 
work they have done and by the influence they have 
had, while being on the Steering Group. We are 
very grateful for the time and commitment departing 
members have dedicated to the Steering Group, 
and to the willingness of others to put themselves 
forward to become Steering Group members.

Your current Steering Group is not invincible, 
infallible or here forever. As you will see from 
elsewhere in this report there are now more 
opportunities for members to become involved in 
the work of the NNPCF, at many different levels. 
We therefore, encourage you to consider these 
opportunities and are happy to talk to anyone 
considering becoming a Steering Group member  
or a National representative.

 Sarah Thomas Zara Bowden
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The Health Participation project - a joint 
working project with Contact a Family
Over recent years, whilst Parent Carer Forums 
have developed considerably and gained a huge 
amount of expertise and experience working with 
Local Authorities (LAs), many reported that they 
found the world of ‘health’ somewhat impenetrable 
and certainly a very different and diffi cult 
landscape to understand and engage with both 
at a local and national level. Whilst there were 
of course many pockets of excellent practice, in 
the main this relationship was far less developed 
and less productive than those with LA managers 
and commissioners. For these reasons, in 2015 
Contact a Family applied for and received funding 
from the Department for Education to help boost 
Parent Carer Participation in strategic health 
decision making.

The Health Participation project aimed to:

•  Develop better working relationships between 
Parent Carer Forums and local health decision 
makers.

•  Raise the understanding of local and national 
health decision-makers about the role of forums 
in delivering the SEND reforms and the principle 
of participation that underpins them.

The project was led by Sarah Tomas in her 
capacity as the then Health Manager at Contact 
a Family. The project worked with nine pilot 
Parent Carer Forums to receive additional 
support to develop their knowledge, capacity and 
relationships with local health decision makers. 

There was considerable interest in this project 
and fi erce competition to be selected, but the 
aim was to pilot support and develop materials 
that could then be shared and used by all Parent 
Carer Forums. In response to these needs, the 
Parent Participation team and the pilot forums 
decided to develop action plans to strengthen 
local engagement with health decision makers, 
which included a clear ‘offer’ from forums to CCGs, 
that helped to identify local priority issues, aided 

by supporting 
evidence.

All the pilot Parent 
Carer Forums 
attended a 
‘Working Together’ 
workshop for their 
own area, written 
and led by two 
of the Contact a 
Family Associate 
team. The lessons 
from this work have 

now been distilled into ‘Engaging with Local Health 
Partners – a toolkit for Parent Carer Forums’. 
www.cafamily.org.uk/media/940676/health_ 
toolkit_for_parent_carer_forums.pdf This new 
resource explains health commissioning structures 
locally and nationally, answers the ‘who does 
what’ question and introduces some of the levers 
Parent Carer Forums can access to infl uence local 
decision making. 

This major project also provided the opportunity 
for NNPCF representatives and Contact a Family 
to work alongside each other on the NHS England 
Children with Complex Needs SEND Board, 
developing clear national messaging around the 
key role of CCGs in the SEND reforms and the 
need to develop strategic partnerships with Parent 
Carer Forums.

This work culminated in a national conference 
in March 2016, jointly hosted by NHS England, 
Contact A Family and the NNPCF. #SENDTogether 
was the largest gathering to date of Parent 
Carer Forums and local health partners and, 
was a key milestone in the development of local 
Parent Carer Forum and CCG relationships, 
on which we and our partners will build in 2016 
and beyond. We were very sorry to see Sarah 
Thomas leave after such a successful and far 
reaching project but are delighted to welcome 
Lynn Hoppenbrouwers into the new post of 
Strategic Health Lead at Contact a Family, and 
look forward to working closely with her.

own area, written 
and led by two 
of the Contact a 
Family Associate 
team. The lessons 
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13.38%

Operational Support: 
This has been a challenging year throughout the 
sector. The impact from the implementation of the 
SEND reforms has been more apparent. While it 
is clear that things are not yet perfect, now begins 
the fine-tuning. While some areas are seeing more 
marked improvements than others, each area is at 
a different stage of its own evolution. 
From an aerial view, what we are seeing is a 
difference in services that is being offered to 
our children and young people. Essentially a 
uniform approach would be preferred by most, 
but we know that our regions work in various 
different ways, and within each region, structures 
do vary dramatically. If you add to the mix the 
various different CCGs, local authorities, schools, 
academies, short break providers, just to name 
but a few – how joined up these stakeholders are, 
depends on where you are in the country. 

While this is not good enough for our children 
and young people today, it is only just the 
beginning and we need to be proactive in the way 
we engage and influence services. Untangling 
the different strands and re-wiring the system 
is no mean feat. As most of you will know only 
too well, the old system was not fit for purpose, 
we need to ensure that the new system is 
better for all our children and young people 
in the long run – this can only be achieved in 
co-production with parent carers, children and 
young people, and all the service providers. 

The NNPCF too has evolved in a number of 
different ways since its inception in 2010. The 
amount of work that we have been a part of has 
only been growing, and with any growth comes 
resource and capacity issues. Last year the 
Steering Group members delivered over 2,843 
hours of work on national, regional and local 
levels. To tackle the NNPCF’s growing operational 
function we have sought to change the structure 
of the NNPCF, as described in the report, and 
this will see the NNPCF moving towards a more 
sustainable model, to ensure maximum impact 
with ever limited resources. 

As ever I cannot thank our parent carers enough, 
their valuable contributions and concerted efforts 
are what makes Parent Carer Participation, and 
co-production such a powerful, decision making  
tool and function, that helps to influence services 
for the better. 

Sarah Gallimore 
NNPCF Programme Officer
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NNPCF Steering Group activity analysis 
Steering Group members are expected to undertake a minimum of 23 days in return for a basic 
honorarium of £3,300 per annum, but typically contribute far more time and commitment than this.

Recent analysis of the work carried out by the NNPCF Steering Group from  
April 2015 - March 2016 shows:

n   the hours delivered spent in external meetings.

n   the hours delivered spent in internal meetings.

n   the hours delivered spent on regional meetings.

n   the hours delivered spent on other activities e.g. communication 
work, consultation work and work associated with the Co-Chair role.

•   A total of 2,843.3 hours of representation was delivered at national, regional and local levels.

•   The time that Steering Group representatives spent on external meetings ranged from  
5.11% - 48.31%.

•    The time that Steering Group representatives spent on internal meetings ranged from  
16.55% - 52.27%. 

 •    The time that Steering Group representatives spent in the region ranged from 14.6% - 50%.

•    The time spent on other activities ranged between 30.22% - 35.76%, and covers work specific 
to Co-Chair role. 

24.71%

31.32%

13.38%

30.59%
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Key activities and achievements for the NNPCF 2015/2016

As previously mentioned there have been a great 
many successes to report this year, the vast 
majority at a local level. Highlights are covered 
in the online indiviudal forum reports (these will 
be made available on the NNPCF website), 
and in the regional reports included below; but 
here are just a summary of some of the key 
activities and achievements of the Steering 
Group on behalf of the Network as a whole: 

Increasing Participation 
From its earliest days the Steering Group of the 
NNPCF has tried to be as inclusive as possible 
and to ensure that the widest range of voices  
have the opportunity to be heard. 

We have always had a small team of parent carer 
representatives who were able to support the 
work of the Steering Group by attending national 
meetings on our behalf, but it has always been 
a little ad-hoc. This year we have taken decisive 
action to move towards a clearer, more transparent 
position for this team. All of the national parent 
carer representation work will be carried out by the 
team, rather than the Steering Group.

We developed a clear allocation process, this 
means that when a request for participation is 
received we are able to find a team member 
with the right set of skills and experiences, to 
represent the views and needs of parent carers at 
that particular event/group. We have taken active 
steps to grow the team, both in terms of numbers, 
experiences and opportunities but also by starting 
to include them in discussions about Steering 
Group activity and planning. We have held two 
successful development days for the team, which 
certainly gave us lots to work on!

A lot of time has been spent developing 
administrative processes to support the 
transparency and effective sharing amongst the 
team too. We are looking forward to consolidating 
all of this over the coming year.

Karen Wooddissee  
NNPCF Steering Group member 
(East of England) 

NNPCF Position Statements and 
Consultation responses

The vision of the NNPCF is for effective Parent 
Carer Participation to be embedded within all 
organisations and services for children and young 
people with SEND ensuring the parent carer voice 
is integral to commissioning, policy and service 
development at a local, regional and national level.

The responses that Local Authorities, Health 
Partners and Government departments receive 
to their consultations are vital for informing the 
development of well-informed policies and design 
of effective services, which meet the needs of 
children and young people with special educational 
needs and disabilities and their families. 

Feedback from these organisations confirms 
that they are keen to hear the views of parent 
carers. Receiving responses from a wide range 
of Parent Carer Forums provides a wealth of 
different perspectives and ensures that the needs 
and views of service users are represented. 
Ultimately, well designed, responsive policies 
benefit communities and better life outcomes for 
children and young people affected by SEND 
and lead to better targeting of resources.



Progress Report • National Network of Parent Carer Forums • October 2016

16

Consultations update 
In March 2016, the NNPCF published guidance 
for forums on how to respond to consultations 
efficiently and effectively.

Responding to national consultations remains a 
key priority for the NNPCF. During the period April 
2015 - March 2016, the NNPCF responded to the 
following consultations on behalf of our members:

•  NHS England Mandate 

•  Ofsted and CQC SEND Inspection Framework

In addition, in a direct response to the request 
for more leadership and guidance, the NNPCF 
Steering Group introduced Position Statements to 
reflect the official organisational view on a specific 
issues. During the past year, the following position 
statements have been issued:

•  White Paper for Education entitled ‘Educational 
Excellence Everywhere’ 

•  Renewed Focus on Culture and other Changes 
to Improve Lives and Outcomes of Children and 
Young People with SEND 

•  EU Referendum and PM Resignation

Kay Moore  
NNPCF Steering Group member             
(London)

Communication update 
At last year’s AGM we asked members what 
they would like from the NNPCF Steering 
Group. With responses from 84 Parent Carer 
Forums, one of the main themes that came out 
was making communication a priority. We have 
therefore allocated some time towards focusing 
on this subject, to see how it can be improved for 
members

As a result, the starting point has been the 
development of an action plan and drawing up a 
communication strategy. Rather than just writing 
another policy, a vision document is being drawn 
up so that members will know what they can 
expect from us at the national Steering Group level 
when it comes to communication. 

Due to this issue being such a large area, we are 
working on unpicking the many elements to it, 
such as our internal and external communications 
and starting to think about how our social media 
impacts on messages to our members and many 
wider partners. We look forward next year to being 
able to update more on this topic and to seeing the 
communication strategy in action for the NNPCF.

Meanwhile, at the time of writing, activity on 
social media has once again been a key feature 
of our work, with 1,972 followers on twitter and 
3,739 likes on Facebook. This has proved to 
be a very effective and popular way of sharing 
wider SEND information and updates, as well as 
successes, challenges and solutions amongst 
Network members with an average weekly reach 
of between 34,650 - 74,000.

Lara Roberts  
NNPCF Steering Group           
(South East)
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The SEND Advisory Board
The SEND Advisory Board is made up of the 
leads all the strategic partners in the field of SEND 
delivery. It meets every quarter and is chaired by 
a Director of Special Education and Children’s 
Services Strategy from Department of Education. 
The meeting enables the strategic partner leads 
including the NNPCF to have full and frank 
discussions directly with the DfE. Possible policy 
directions are discussed as well as risks and 
challenges to the delivery of the SEND reforms.  
All discussions are confidential.

Maureen Morris & Sherann Hillman 
NNPCF Co-Chairs

SEND disagreement resolution 
arrangements review 
Advisory group on SEND review of disagreement 
resolution arrangements – The Department for 
Education and Ministry of Justice jointly chair this 
advisory group and along with the members advise 
on the special educational needs and disabilities 
review of disagreement resolution.

The aim of the group is for the Department for 
Education and Ministry of Justice to lead a review 
of special educational needs and disabilities 
disagreement resolution arrangements, as 
required by the Children and Families Act 2014. 
The group is to:

•  Advise on issues concerning the scope of  
the review

• Advise on delivery of the review

•  Discuss the progress of the review, including  
the evaluation of a tribunal pilot

•  Ensure that the views and expertise of  
interested parties are represented

•  Advise on the report to Parliament on the 
outcomes of the review

Reports on examples of national partnership working 

The Secretary of State for Education and the Lord 
Chancellor are required by law to lay a report on 
the outcome of the review before Parliament by  
31 May 2017.

An NNPCF Steering group member attends every 
meeting to ensure that parent carer engagement 
is embedded throughout this review, the meetings 
are 3 times a year. For more information, terms of 
reference, membership and to read the minutes of 
meetings please use the link below:

www.gov.uk/government/groups/advis-
ory-group-on-the-special-education-
al-needs-and-disabilities-review-of-disagree-
ment-resolution-arrangements

Sherann Hillman 
NNPCF Co-Chair 

The Special Educational Consortium     
The Special Educational Consortium (SEC) work 
with the Department for Education, members of 
parliament, and other decision-makers when there 
are proposals for changes in policy, legislation, 
regulations and guidance that may affect disabled 
children and young people and those with SEN. 
The Steering Group includes nationally recognised 
experts on issues including assessment and 
curriculum, school funding, the SEN legal 
framework, early years, and post-16 provision 
and parent carer engagement. They provide an 
independent voice that supports the Government 
to develop policies that will benefit disabled 
children and young people and those with SEN 
and challenges them when they do not.

Over the last 12 months they have amongst 
many issues discussed and been involved in: 
the creation of a new inspection framework for 
SEN and disability, ensuring safeguards are 
in place for children at risk from permanent 
exclusion, responding to consultations, school 
funding reforms, the Rochford Review, local area 
inspections, giving SEC members a voice at the 
heart of policy making.



Progress Report • National Network of Parent Carer Forums • October 2016

18

A NNPCF Steering Group member attends the 
monthly meetings to ensure the parent carer voice 
is embedded throughout discussions, legislation 
and policy change. For more information about 
SEC and their key achievements visit: 

https://councilfordisabledchildren.org.uk/ 
special-educational-consortium

Sherann Hillman 
NNPCF Co-Chair 

DBOT (Delivering Better Outcomes 
Together)

The DBOT Partnership is made up of 4 of the 
Department for Education’s SEND Reforms 
contracted partners; Mott MacDonald, who 
oversee the DBOT contract and partnership, The 
Council for Disabled Children (CDC), The National 
Development Team for Inclusion (NDTi) and the 
Department for Education (DfE) SEND Adviser 
Team.

The NNPCF and Contact a Family are invited to 
attend the DBOT team meetings as we are also a 
one of the DfE’s SEND reforms contract partners 
and it is important that we work closely with our 
DBOT colleagues.  The Co-chairs of the NNPCF 
both attend.  These DBOT team meetings give all 
the contract partners the opportunity to discuss 
openly and frankly about what is happening in 
their area of interest, and allows for closer working 
between organisations on specific projects such 
as the demonstration sites that NDTi are running. 
It also allows the DfE and DH to speak to all 
the partners together so all partners receive the 
same message at the same time. The meetings 
also allow a better way for organisations to raise 
concerns that they have come across during their 
work and allows other partners to add intelligence 
from the own sources to confirm those concerns 
and suggest possible solutions.

Maureen Morris & Sherann Hillman  
NNPCF Co-Chairs

Independent Support Advisory Board     
The NNPCF have been part of the Independent 
Support (IS) Advisory Board from the very 
beginning. Members of the NNPCF took part in 
the original procurement process for phase 1 of 
IS before we even knew what the services were 
going to look like. The IS service has come a long 
way since then. The day to day running of the 
service is managed by CDC as the contract holder. 
Many of the IS services have been visited by 
the independent chair of the Advisory Board and 
staff members of CDC who manage the contract. 
The Advisory Board members have all had the 
opportunity to undertake the IS training.

As a member of the Advisory Board I was again 
involved in the procurement exercise for phase 
2. There is an IS service in each LA area with 
a mix of large companies, charities and small 
providers. Overall there has been no one model 
that stands out as being the best. It is down to the 
people providing the service and the relationship 
between the partners in the LA area including 
the Parent Carer Forum. A robust memorandum 
of understanding between all parties and good 
line of communication, as ever, results in the 
best service for parents and their families. The 
Board are always looking for IS services that can 
demonstrate good examples of working directly 
with children and young people. The Board’s 
thoughts are now turning to what happens next 
to ensure that the right information and support 
is available and properly funded for families. The 
NNPCF will continue to be part of the IS Advisory 
Board.

Maureen Morris                                                                   
NNPCF Steering Group member                 
(North East & Cumbria) 
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Children with Complex Needs SEND 
Board (CCN SEND Board)
The CCN SEND Board was established in July 
2015 to enable NHS England to consider how 
CCGs and others should be addressing their 
duties with regards to the Children and Families 
Act. The NNPCF have been involved with this 
Board since its inception and as the programme 
develops we continue to influence its strategic 
direction.

The Board was initially challenging due to the 
complexity of the relationships within NHS 
England and establishing where the various 
responsibilities lie. However the Board is now 
starting to become effective with input coming 
from strong collaboration between the Department 
for Education, the Department of Health, NHS 
England its various boards and working groups 
and other delivery partners.

Bringing the concept of “participation” and 
“co-production” into this environment has been 
challenging but with strong support from Sarah 
Thomas in her health role in Contact a Family, this 
has now been successfully achieved.

The NNPCF have presented to the Board the 
issues identified at the last national conference 
and written into our national priorities. These will 
be addressed in time but this board now presents 
the NNPCF with a forum where other health issues 
can be raised and looked into strategically.

As a result of this Board, NHS England have 
established a series of regional leads for the 
SEND Reforms and the NNPCF Steering Group 
members, are working with these leads to 
plan how the NNPCF and forums can help, in 
partnership, with the implementation of health 
issues around the reforms.

Doug Morris  
NNPCF Steering Group member  
(South West)

Wheelchair Leadership Alliance
The Wheelchair Leadership Alliance launched 
the national wheelchair charter in July 2015 with 
media attention, PR and an event in the Houses of 
Parliament. The wheelchair charter was designed 
to encourage CCGs and wheelchair services to 
improve their commissioning, service delivery, 
information and patient involvement. All of which 
are core values of Parent Carer Forums. Following 
the launch a campaign of support followed which:

• Gained the support of 39 MPs

•  Saw 21 CCGs sign up to the charter with a view 
to adopting it’s principles

•  Collected 2,657 signatories overall which 
included over 100 charities and independent 
organisations, which it is believe acted as a voice 
for over 1 million people.

As a result of this, the Alliance urged the 
Department of Health to include the need for 
wheelchair services to be specifically addressed 
in the NHS England Mandate, sadly this request 
failed and as such wheelchair services remains 
low on the priorities of CCGs in England.

It remains to be seen if recent announcements 
regarding the provision of wheelchairs through 
personal budgets will improve overall poor service 
provision experienced by users. As the profile and 
the need to improve services was initially raised by 
NHS England it seems difficult to understand why 
CCGs still fail to address this service effectively.

The NNPCF still remain as part of the Alliance 
and will continue to consult and engage wherever 
possible.

More details can be found at  
http://www.rightwheelchair.org.uk/

Doug Morris  
NNPCF Steering Group member  
(South West)



Progress Report • National Network of Parent Carer Forums • October 2016

20

Media opportunities and publications
The challenges facing families of children and 
young people with SEND have made some rare 
and valuable national news coverage this past 
year. Several members of the Steering Group 
were interviewed in both television and radio 
broadcasts. These included Zara Bowden’s 
appearance on BBC Breakfast in Manchester,  
her reflections included the following thoughts: 

“Having been a strong advocate on local radio 
regularly in Shropshire for parent carers, SEND 
services, and mental health issues the idea of 
supporting our cause on a national programme 
was terrifying but also really exciting. Being on 
television is great fun, but the preparations were 
intense. The Steering Group had been sharing 
some details about the opportunity as and when 
they became available whilst we gathered our 
information on the subject matter, school leaders 
feeling that schools are failing to support SEND 
pupils as per findings of a study by The Key. But 
this was all very short notice due to the sensitivity 
of the topic. I was introduced to the teacher they 
had asked to be interviewed also. We sat chatting 
about the report we were there to respond to, and 
what we felt needed to be discussed, needless to 
say we were on the same page wanting to share 
the same message.

Three people introduced themselves as various 
producers and floor managers before we were 
given the do’s and don’ts of live television 
broadcast, whilst being reminded it’s just us in the 
room forget about the 2 million viewers at home 
(easier said than done I assure you). The interview 
itself flew by, and although nervous to begin with 
once I relaxed it was a walk in the park.

It was the bit after the interview that really sticks 
with me though, as the presenters were blown 
away by the passion I feel for Parent Carer 
Participation and the role Parent Carer Forums 
can play in supporting local strategic development 
of SEND services. It’s really encouraging to see 
people’s reactions when they feel your desire to 
make change and they truly believe you can do it. 
Even in the production office, we received a round 
of applause as we came out of the studio and 
were told by the production manager that the office 
fell silent during the comments I made about the 
importance of getting things right for our children.

I cannot stress how proud I am to have 
represented you, the parent carers that make up 
the NNPCF. I am astounded by the commitment 
you show to your forums, your local areas, but 
most importantly to your children and families. It’s 
because of your skills, your drive, and your hard 
work that we have such a powerful and meaningful 
voice. Yes it can be hard at times to be heard in the 
crowd, but do you know what? This year I feel like 
we have achieved brilliant things. I only hope that 
you feel I represented you well. Let’s continue to do 
what we do best! #LetsParticipate.”

Zara Bowden 
NNPCF Steering Group member                  
(West Midlands)

A totally different, but equally far reaching extended 
role of the NNPCF has been in publications - not 
only the ongoing NNPCF and Contact a Family 
publications, but also in high level national projects 
and subsequent journal publications such as one 
that Mary Busk (NNPCF Steering Group member, 
London) has been involved in. 

As parent carers we all know how much disability 
can impact on a child’s own life, and on those 
of the whole family in so many inter-related and 
complex ways. We also know that only with good 
robust data can the commissioning and on-going 
funding of vital services be planned and sustained. 
These two core themes were the catalyst for a 
project whose aim was ‘to develop a Disabilities 
Terminology Set and quantify the multifaceted 
needs of disabled children and their families in a 
district disability clinic population.’
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This might well sound very technical and 
medical – hence the need for co-production with 
knowledgeable and experienced parent carer 
representatives. So the NNPCF was delighted 
that Mary could take on this role and ensure that 
the parental voice was at the heart of the project 
right from the start. The project is described in 
detail below and the academic publication can be 
found at: http://onlinelibrary.wiley.com/doi/10.1111/
dmcn.13102/abstract

Data Matters – The Children and Young 
People’s Health Services (CYPHS)
Dataset
The Data set, otherwise known as the CYPHS, is 
helping to revolutionise the quality of data local 
areas have available to design and plan services 
fit for purpose that are efficient and effective. 
Consistency in identifying need is essential, and 
data really matters to parent carers and families 
as it can help ensure services meet the needs of 
children and families. 

A group of paediatricians working with parent 
carers, including our NNPCF representatives, 
therapists from the multidisciplinary team and 
terminologists from the Health and Social Care 
Information Centre (HSCIC) came up with an 
agreed list of 296 terms, each of which describes 
a specific need and all of which are fully explained 
in an “Explanatory Glossary”. This coding 
system is unlike other code systems, and can 
describe situations such as family issues, housing 
issues, access to leisure issues, and technology 
dependencies – in addition to health conditions.

When the paediatrician sees the child and family 
in clinic they capture the concerns of families 
and where possible the concerns of the child 
themselves. This makes the consultation much 
more efficient and makes sure the issues that 
matter most to families are fully addressed. At 
the end of the consultation, the paediatrician 
completes a data entry template in the electronic 
medical record, capturing all of the needs that are 
relevant to that particular child and family.

Once recorded in the electronic medical 
record, data can flow behind the scenes to the 
organisation’s data repository, where a range 

of analyses can be done and reports produced. 
This includes the now mandated monthly report 
to the Health and Social Care Information Centre 
(HSCIC), as part of the Children and Young 
People’s Health Services dataset. Reports will then 
be produced, including regular reports for CCGs 
and also for NHS Improvement. The system allows 
the complexity of needs in relation to a disabled 
child or young person and their family to be clearly 
articulated and quantified. This information will be 
invaluable for planning and designing services that 
are better able to meet these needs.

In times of austerity, we cannot afford not to 
have robust data to evidence needs in the local 
population and to design services required to 
efficiently and effectively meet these needs. More 
information about the Children and Young People’s 
Health Services dataset can be found on the 
British Academy of Childhood Disability website: 
www.bacdis.org.uk/policy/dataset.htm

“Good to hear the data work is being publicised 
– anything that parent carers can do to influence 
NHS Trusts to report data to the CYPS would be 
brilliant! There are many NHS providers who have 
still not prioritised this important data reporting. 
This work would not have been possible without 
the invaluable input of Mary Busk representing 
the National Network of Parent Carer Forums. 
This ensured that the terminologies are clear and 
relevant for families.” 
Karen Horridge,  
Consultant Paediatrician, Chair British Academy  
of Childhood Disability

Mary Busk  
NNPCF Steering Group member 
(London)

Working with the national 
charity Kids – ‘Making it 
Personal’ project
Hot on the heels of Making it 
Personal and Making it Personal 2, 
MIP3 was the third such project from Kids and this 
one concentrated its attentions into the innovative 
and creative use of educational Personal Budgets.
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The comfortably sized 69 pages/11 chapters of 
guidance produced from the one year project is for 
young people, education providers, local authority 
education departments and parent carers.

The involvement of the NNPCF representatives 
throughout the project helped ensure that 
the information would assist parent carers to 
confidently approach the subject of Personal 
Budgets with their children’s schools and 
contained several case studies and chapters on 
Barriers, Challenges and Solutions and Myths 
and Facts, to clarify what Personal Budgets are 
and what they can be obtained and used for; and 
primarily, that you have the right to ask for one to 
be prepared when the Education, Health and Care 
needs assessment has been completed and the 
draft EHC plan is being drawn up.

A copy of the guidance was sent to the Head of 
every education department in the country and 
digital copies and filmed versions were also widely 
circulated on social media. Subtitled and Makaton 
versions of the film are also available. The film was 
totally co-produced by the young people involved, 
who wrote the script and devised the questions 
that they needed the answers to.

Making It Personal 3 Webpage and link to all 
guidance – www.kids.org.uk/mip3 

Personal Budgets Explained [YPs]  
– https://youtu.be/Tt01JnNjWwY

Personal Budgets Explained with Makaton  
– https://youtu.be/nJIrNBmmRbE

Personal Budgets Explained with Subtitles  
– https://youtu.be/nMUrcK8p0mI

Dave Nutting  
NNPCF Steering Group Member 
(East Midlands)

The Rochford Review           
Purpose – The expert review of 
statutory assessment arrangements 
for pupils working below the 
standard of national curriculum tests. The review 
group brought together expertise in assessment, 
special educational needs and working with 
disadvantaged pupils. The purpose of the review 
was to advise the Minister of State for Schools 
Nick Gibb on solutions for assessing the abilities 
of pupils who don’t meet the standards required to 
take the national curriculum tests. 

Outputs: The review has published 
recommendations on the 11 December 2015 for 
an interim statutory solution at pre-key stage 1 
and pre-key stage 2, following consultation with 
representative stakeholders including parent 
carers. Schools are using this interim statutory 
solution in 2016 to assess pupils working below 
the standard of national curriculum tests and 
above the performance scales (P scales). 

In early 2016 the group was brought together 
again to look at current assessment methods for 
these pupils and produced a final report on their 
proposed long term solution in April 2016, this 
is due to be published by DfE. Once it has been 
published the DfE will do a full consultation on the 
proposed solution in 2016. 

The NNPCF worked tirelessly over a 6-month 
period and ensured that the DfE received a large 
amount of responses to the parent carer survey 
and it was reported it was the highest they have 
ever received. The NNPCF received a written 
recognition for all the hard work that was put into 
this on behalf of parent carers from Ministers Nick 
Gibb and Edward Timpson. The NNPCF would 
recommend strongly that forums respond to the 
next consultation. 

The Rochford Review https://www.gov.uk/
government/groups/the-rochford-review

Independent report: Rochford Review: interim 
recommendations:
www.gov.uk/government/publications/ 
rochford-review-interim-recommendations

Sherann Hillman  
NNPCF Co-Chair 
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In Control POET Steering Group
The NNPCF have been involved for the last few 
years, we have sat on the POET Steering Group 
with two NNPCF representatives feeding the views 
of forums and parent carers on this tool. 

POET is a Personal Outcomes Evaluation Tool 
which supports parents/carers, young people and 
practitioners to share their experience of process 
of an Education, Health and Care Plan (EHCP) 
including the experience of Personal Budgets and 
what impacts that makes on families. 

As one of the core principles of the Children 
and Families Act 2014, is that the experience 
of Education, Health and Care Plans (EHCPs) 
should be very different from the old Statement 
process, the importance of this tool is its ability to 
gather the national experience of EHCPs and what 
it feels like for parent carers, young people and 
practitioners.

The link below shares the national data of the 70 
local areas being consulted with, and sharing what 
is working and what is not working. 

National Report http://www.in-control.org.uk/news/
in-control-news/20152016-poet-biggest-survey- 
of-views-on-new-education-health-and-care-plans-
published.aspx

Lara Roberts  
NNPCF Steering Group member                
(South East)

Children’s Social Care Innovation 
Programme
The Children’s Social Care Innovation programme 
was launched by the Children’s Minister, Edward 
Timpson in October 2013.

The programme is designed to innovate and 
redesign service delivery to achieve high quality 
services, improved outcomes for children, and 
better value for money.

The programme has supported 53 projects so far, 
with many going on to be successful in engaging 
Parent Carer Forums and developing some very 
innovative services which are very child and family 
friendly. For example, Leeds City Council has 
developed ‘family group conferencing’ as a core 
offer to families in a wide range of circumstances.

North Yorkshire have developed their ‘No wrong 
door project’ which comprise multi-disciplinary 
teams including clinical psychologists, special 
therapists, family circle workers, education and 
training, employment support, placement support 
and homelessness support. Using the ‘signs of 
safety approach’ to assess and plan with young 
people - whether young people choose to live 
independently or in a family placement, they are 
continuously supported by their key worker.

The “next steps” learning from the programme is 
still being developed. The Innovation Programme 
is to continue to 2020 to allow further connection 
and embed the learning from the projects to date.

The aim of the programme is still to improve 
outcomes for children and young people, drive 
measurable change in children’s outcomes and 
value for money, and contribute to a longer term 
measurable change in wider Social Care system. 

Fiona Beard 
NNPCF Steering Group member  
(Yorkshire & Humber)
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More about how local Parent Carer Forums work as the Network

Children and 
young people  
with additional 
needs and their 

families

National 
Steering 
Group

Regional  
Networks

Local  
Parent  
Carer 

Forums

Parent Carer Forums  
are self-governing  
autonomous groups  
who have chosen  
different organisational  
structures according  
to their capacity and  
needs, and indeed  
funding streams of  
the local group.

Some of the other partners we have worked with during 2015-16

•    The British Academy of Childhood Disability  
(BACD)

•   Care Quality Commission (CQC)

•   Department for Work and Pensions (DWP)

•   Department of Health 

•   Disability Matters  

•   Every Disabled Child Matters

•    In Control

•    National Union of Teachers (NUT)

•    Local Government Association (LGA)

•    The National Development Team for Inclusion                       
(NDTi)

•  Ofsted

•  Preparing for Adulthood (PfA)

•  SEND Regional Peer Networks

•   The Royal College of Paediatrics and Child  
Health (RCPCH)
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25%19%

7% 3%

1%1%

31%

44%

23%

2014/15 2015/16

n     Community  
Interest Group

n     Constituted  
Group

n   Other/none

n     Registered  
charity

n    Social  
enterprise

Markers of good practice working with Parent Carer Forums 
The markers of good practice are:

Minimum level

1.   Parent carer engagement is valued, 
planned, and resourced.

2.    Pan disability – all conditions, spectrums, 
additional needs and/or disabilities.

3.    Parent carer leadership – working 
proactively not just consultation responsive.

4.    Parent Carer Participation is evident 
throughout planning, delivery and 
monitoring stages.

5.    Clarity for parent carers and providers 
about function of Parent Carer Forums 
(mission statement etc).

6.    Clearly described roles, expectations and 
support for parent carer representatives.

7.    Two-way feedback mechanisms to main 
parent carer group and wider parent carer 
community.

In development

1.    Authentic co-ownership of work and 
partnerships, and co-presenting of user/
provider experiences.

2.    Parent Carer Forums are well linked to 
other local groups and participate in 
regional networks.

3.  Transparent written forum governance. 

4.    ‘Reward, Recognition and Remuneration’ 
policy to aid sustainability.

5.    Ongoing recruitment and training 
opportunities of new parent carers.

Parent Carer Forums using different types of organisational structures in 2015-16: 

However, whatever structural form is adopted, all of the Parent Carer Forums belong to their Regional 
Network, and the whole National Network of Parent Carer Forums, which shares agreed good practice 
makers as described below.
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North East  
& Cumbria

Yorkshire & 
Humberside

East  
Midlands

Eastern  
England

London

South East
South West

West 
Midlands

North  
West

Maureen Morris

Fiona Beard

Dave Nutting

Karen Wooddissee

Mary Busk

Kay Moore

Sherann Hillman

Zara Bowden

Doug Morris Lara Roberts

Local forums are members of the regional 
networks who meet regularly to share learning, 
information and mutual peer support.
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East Midlands Regional Report 

The East Midlands Region is made up of 9 Parent 
Carer Forums; Derby, Derbyshire, Leicester, 
Leicestershire, Lincolnshire, Northamptonshire, 
Nottingham, Nottinghamshire and Rutland.

Each of the local areas differ in their geopgraphical 
sizes and diversity of population. Each of them 
has been dealing with the changes brought about 
by the Children and Families Act and Care Act, as 
well as their Local Authorities, following years of 
financial constraints and staff changes, in equally 
different ways.

Whilst all of the region’s Parent Carer Forums 
are well established in their Local Authorities 
and are engaged with those responsible for 
Education, Health and Social Care provision, the 
levels of engagement vary tremendously from 
area to area depending upon which department 
they are engaged with, or who is requesting the 
involvement.

The quarterly regional Parent Carer Forum 
meetings have always been a great source of 
information to each of the areas and together 
with the many regional training and information 
events on key issues held this year, have been 
essential in providing each area with updates on 
how other areas are developing their engagement 
as well as each other’s understanding of how 
Local Authorities are dealing with the changes and 
the ideal steps to take for positive and strategic 
co-production with them.

Updates from around the regions

Not all of the region’s areas have shared the same 
levels of success and progress over the year. For 
many of them, this is a result of the challenges in 
the capacity of parent carers, to engage in their 
own Parent Carer Forum, and equally anything 
else. When faced increasingly, by the combined 
challenges of dealing with the day to day care of 
their children, amidst shrinking support, respite 
and short break opportunities, while trying to 
ensure our experiences can be used for the benefit 
of parent carers and disabled children and young 
people locally, regionally and nationally.

Unfortunately for many of the areas it has to be 
said that the greatest obstacle is still all too often, 
a lack of understanding by those responsible for 
providing Education, Health or Care of the benefits 
of the experiences that parent carers bring to the 
table and which are essential in helping to develop 
the necessary improvements in the services that 
they provide.

For some of these strategic leads though,  
it is still early days in their particular journey toward 
co-production, and hopefully the widely reported 
positive feedback to Local Authorities of the 
regional engagement of the Parent Carer Forum 
leads, in projects like the NHS England funded 
‘reducing out of area placements for SEND’ study 
for the region, will increase their own and their 
department’s confidence in the practicalities of 
engaging with parent carers in the future.
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West Midlands Regional Report      

This year has been a year of growth and change 
for the West Midlands Regional Network. We have 
two new co-chairs from Birmingham PCF and 
PACC Shropshire, and a new administrator from 
Walsall FACE. 

Alongside Zara Bowden, the recently appointed 
NNPCF Steering Group Member (Sept 2015), 
Catherine Wood and Laura Burling, our Contact 
a Family Advisors, the West Midlands Regional 
Network has developed towards becoming a more 
visible strategic regional partner. 

This year we have identified three main priorities:

•  Local Offer peer reviews

•  SEN Support – identifying areas requiring 
improvement and areas of best practice

•  Developing a regional presence by improving 
regional relationships 

We have collaborated and submitted our regional 
responses to the Labour Party SEN Support 
Review and Lee Scott’s SEND in schools’ review. 
We are working on a regional peer review of Local 
Offers that is supported by our regional SEND 
Leads team which we hope to have published by 
winter 2016.

At each regional meeting we have been 
allocating time to meet with representatives and 
organisations that can help individual forums or 
the region. This has included visits from Patrick 
Agius from the Department for Education SEND 
Department, Simon Fenton from Forward Carers, 
and Patrick Nyarumbu from NHS England who is 
due to visit the region soon. 

Whilst we have had some challenges this year 
in our endeavours to embed participation across 

health, education, and social care we have learnt 
from this that whilst co-production is crucial we also 
need to revisit what value participation can bring. 
We are working with Preparing for Adulthood to 
produce a training day looking at how participation 
has changed since the implementation of the 
SEND reforms and how we need to adapt practices 
to ensure that we are making the most of our 
forums resources in effective and meaningful ways. 
This will hopefully bring the regional partnership 
teams close together in our work.

We are still finding that health representation 
across the region is hard to engage with. We have 
identified this to be in part due to the poor offer of 
health related learning opportunities, which we are 
now looking into with regional partners. We are 
also developing regional health links to feed into 
our learning and support the development of local 
relationships with Designated Medical Officers/
Designated Clinical Officers and CCG’s.

However, the West Midlands has seen some 
exciting success this year with many forums 
reporting positive outcomes where Parent Carer 
Participation has been utilised. Some examples 
of this include new parent/carer-led training 
opportunities, highly evaluated participation events 
and work on peer reviewing Local Offers within 
the region. Special recognition is owed to Dudley 
Parent Carer Forum whom are working closely 
with local partners as their area has been selected 
as a PfA demonstration site for 2016 due to the 
hard work and efforts made in this area over the 
last twelve months. The West Midlands Regional 
Parent Carer Forum Network continues to build on 
its successes and work towards developing a more 
visible regional team that can support our regional 
partners more effectively. 

Our aim this year is to be more engaged with 
our regional partners, and to challenge SEND 
delivery ensuring participation is at the heart of 
implementation and delivery of SEND at all times. 
We will continue to support one another to ensure 
all forums in the West Midlands are effective in 
participating locally, regionally, and nationally. 
We are excited about the future of Parent Carer 
Participation in our region. 



Progress Report • National Network of Parent Carer Forums • October 2016

29

North East Regional Report 

The most northerly region of the NNPCF stretches 
from the Scottish boarders to the north, Yorkshire 
to the south east of the region and to Cheshire 
in the north west of the region. It consists of 13 
forums, 3 that are county wide forums covering 
large, mainly rural areas and the smallest Local 
Authority in the country. 

There is a functioning Parent Carer Forum in each 
of the 13 areas with a mixture of well-established 
forums, and forums that are re-establishing 
themselves with support. 

The forums meet together 3 times a year. Usually 
inviting speakers from around the region or with 
a national focus. Attendance at regional meetings 
is restricted to 2 members per forum so last year 
we used a discretionary grant award to host a mini 
annual event where the steering group members 
of every forum had the opportunity to come 
together. This helped those who do not often get 
the opportunity to travel to understand the place 
and meaning of the forums and the NNPCF in the 

region and nationally. The LA’s in the North East 
have decided to work together collaboratively on a 
number of projects and this event has helped the 
forums think about how we should respond to this 
challenge.

This event was very successful and a number of 
action points from it have given the region a very 
clear direction of travel for the upcoming year.

Our regional social media page continues to 
be widely used both for information giving and 
gathering.

In addition to our 3 meeting a year the region 
is split into 2 cluster groups a north and south 
and these meet on a more regular basis to 
offer support to each other and discuss what is 
happening “down the road and round the corner” 
This approach has been particularly useful when 
often we have families who access services from 
neighbouring authorities. 

Invitations to local forum events within regions 
are extended to nearby forums and this is much 
appreciated. The sharing of ideas and pitfalls is a 
particular strength of the region.

Our only regret is that distance from Cumbria 
makes it impossible for them to be regular visitors 
but we have arrangements for them to attend any 
North West meeting which can, on occasion, be 
closer than travelling across the country. 

Photos taken at the first North East and Cumbria mini annual 
event
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North West Regional Report        

It has been an exceptionally busy year for the 23 
forums in the North West region. Over the last 12 
months the region has continued to grow from 
strength to strength, building on what was already 
a strong network of forums.

The region has a very supportive and 
collaborative ethos, which provides forums with 
a safe environment. Many areas have grown 
in membership and ability, developing close 
relationships with each other, working together, 
learning and sharing information wherever 
possible. Regional network meetings continue to 
be hosted by different forums, with between 4 to 
6 meetings over the 12 month period, which are 
always very well attended. There has also been 
a number of SEND regional events which were 
also well attended by representatives of forums 
in the region. Although not all areas are always 
able to prioritise regular attendance at meetings 
or events for a number of reasons, be it volume of 
work, distance or other commitments. All members 
new and old are supported and encouraged to 
participate as much as possible. 

We welcomed a new interim Co-Chair, Deanne 
Shaw from Salford Parent Voice Parent Carer 
Forum, to support and work with our other 
Co-Chair Elizabeth Stanley. Both chairs have 
worked exceptionally hard to develop a regional 
structure, which has included applying and being 
granted a discretionary grant to support them 
to carry out this work. The outcome has been: 
setting up a North West steering group, North 
West Packs, Mapping Health, developing a 

high presence in the social media arena: a new 
website, Facebook & twitter pages, attending 
meetings in the region, building relationships within 
the region and a consultation event in January. 
However all of this does not come without lots 
of challenges along the way! It has been quite a 
journey for everyone. 

Every regional meeting the Chairs gather the 
views of forums on what is going well, and what 
is not going well, in relation to the SEND reforms 
and other service provisions. In between meetings 
they have asked for views through social media 
if and when required, and when a forum has 
been in direct contact. The issues and concerns 
are then fed into the North West SEND Regional 
Network, the NNPCF Steering Group, the NNPCF 
issues log for the Department for Education, 
national meetings and shaping national services 
and policies. This year they were also input into 
the NNPCF National Priorities Report. From July 
2015 the Chairs have been members of the North 
West SEND Regional Network Steering Group, 
representing the forums in the region on a monthly 
basis. The region also, now has 3 NNPCF National 
Representatives.

The North West forums still continue to face 
challenges, particularly in the following areas: 
Implementation of the SEND reforms, budget  
cuts, School Transport, Academies, changes in  
LA personal, engaging Health, Co-production and 
Post 16. 

Well done to the North West steering group and 
Parent Carer Forums for all their continued hard 
work and commitment in 2015-16, they are all  
truly inspirational!

Contact details 
Facebook: NWRegionalPCFNetwork  
Twitter: @NWNetworkPFC
Website: www.NWRegionalPCF.Co.uk 
Email: nwregionforum@gmail.com
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South West Regional Report     

This year has seen some challenges in the South 
West which have been caused by capacity as 
well as changing faces in some of our forums. 
The majority of the forums have been focusing on 
the implementation of the SEND Reforms but at 
the same time facing challenges with engaging 
effectively with their Local Authorities and CCGs. 
While some forums have been “rebooted” with new 
steering groups in some, the more established 
forums continue to go from strength to strength.

The opportunity to develop further regional 
networking and leadership was pursued and it 
was pleasing to gather support from some of 
the key groups in the region. The SEN and LD 
network, the SENDIASS Network, Preparing for 
Adulthood Lead, Contact a Family, CDC and 
Regional Health leads all recognised the need for 
improved networking, sharing and collaboration 
to support the implementation of the SEND 
Reforms and to build a sustainable platform for 
future initiatives. Clearly this needed funding and 
support from central resourcing and sadly the 
existing peer network was not re-established to 
develop this opportunity further, additionally NHS 
England withdrew their children’s agenda and the 
Designated Medical Officer/Designated Clinical 
Officer network developed through CDC created 
some fragmentation. As a result the process has 
stalled and more effort is needed to rebuild some 
enthusiasm.

As a region the South West works in three 
clusters. The north and south clusters have 
met three times with the far west cluster only 
meeting once. The main challenges for the three 
clusters are geography and also capacity, with the 

reforms being a large factor in organising dates 
or meetings. It is too early to say how effective 
the cluster meetings are but when forums do 
get together there is always a strong emphasis 
on sharing and learning from each other’s 
experiences on forum administration as well  
as engagement.

South East Regional Report       

The South East has 19 Parent Carer Forums 
which span from Isle of Wight to Milton Keynes 
area, making it the 2nd largest region in England 
and a mixture of unitary and county wide local 
areas. The South East works in two clusters of 
North and South, with ten Parent Carer Forums in 
the North Cluster and nine in the South Cluster. 
The clusters meet three times a year in both areas, 
taking turns to host cluster meetings, which is 
supported through a regional kitty that each forum 
contributes £300 a year to come together. 

This year for the first time the forums decided to 
hold their first joint South East Gathering together 
bringing fifteen out of the nineteen Parent Carer 
Forums from the South East, in London. The 
purpose of this was to stop and recognise how far 
they have come and to have joint focus groups 
around main themes. These include capacity, 
engagement of health, transport and how to deal 
with challenging financial times, which have a 
wider impact on families with young people who 
have additional needs or a disability. This event 
was held before the start of development of how 
the South East Local Area (SE Peer Network) are 
going to look at a regional structure of their own, 
and the forums took time together to describe what 
they wanted from the South East Regional Local 
Areas, this was expressed through person centred 
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graphics and was presented to nineteen LA’s on 
what forums want to see happen. 

The South East Parent Carer Forums recognised 
that when it comes to regional meetings the South 
Cluster had tended to be South dominate. Sharing 
examples of where current meetings are being 
held, the forums wanted the learning that comes 
from these regional meetings to be region wide. 
They also raised what they see are the big issues 
for families in the South East; mental health, 
transport, cross border issues are ones that need 
a regional input from all stakeholders involved. 
What the South East Gathering showed is when 
the forums come together it demonstrates their 
collective voice and experience to help shape how 
the new South East Region should look when it 
comes to SEND. 

As the South East we look forward to working 
together more closely with a yearly South East 
Gathering, we are also currently in the process 
of developing a regional framework for the South 
East Parent Carer Forums. The purpose of this 
is so that we can grow our South East regional 
representatives to ensure that parents voices are 
at regional meetings, to carry on working with 
partners and shaping services where we can, but 
also a reminder of what families experiences are 
like and where we have to get too.
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London Regional Report       

The 32 Parent Carer Forums in London have 
spent much time over the past year working very 
hard to support implementation of the Special 
Educational Needs and Disability (SEND) reforms 
with Local Authorities and Clinical Commissioning 
Groups. At a regional level, much of the last year 
in London has been spent developing regional 
representation and creating a greater cohesion 
and understanding among London Parent Carer 
Forums about the region. 

A highlight in the year (to March 2016) was 
a London Forum Development event hosted 
by the Department for Education on 25 
February. This allowed Parent Carer Forums 
to get to know each other and to start future 
London planning from the basis of a shared 
understanding of the policy and legal context 

and issues affecting London. We were delighted 
the event was opened by Ann Gross who spoke 
among other things about the key role Parent 
Carer Forums play, with the Department for 
Education, and the Department of Health, in 
supporting, monitoring and challenging SEND 
implementation locally, regionally and nationally.

The two NNPCF Steering Group members 
for London also set out the background to 
changes within the NNPCF Steering Group 
and the reasons for this. This is covered 
elsewhere in this Annual Report.

Forums had an opportunity to start to build a 
regional vision and to discuss other aspects 
of the regional structure such as the positive 
development of a London Forums Facebook 
Group, hosted by Bexley Forum. Feedback on 
this was very positive and refl ects what we want 
from our region as it grows and develops:

“As the forum  
membership grows I know 
sharing fi les and templates 
will save us all time.”

“I have already seen the forums 
supporting each other…and it’s great 
to know there’s others here to support 
each other from minor issues to more 
challenging hurdles.”
“I have gained from other 
people’s experience and practical 
advice, had the satisfaction of helping 
other groups and felt the positive 
impact of feeling part of a cohesive 
network of like-minded people.”
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Regional participation in particular through the 
London Strategic Managers Network which is 
attended by the Strategic LA and CCG leads 
within London has been a particular strength. 

The commitment to including Parent Carer Forum 
representatives from each of the three clusters 
demonstrates a commitment to co-production with 
parent carers which it is important to model at 
all levels as evidence of best practice. We have 
enjoyed rich and informed debates about best 
practice in health, short breaks, quality EHCs. 

Helen Norris, London SEND Regional 
Lead for London, says:
“We are delighted with our London Regional 
Lead work across the 33 boroughs in London 
that Parent Carer Form representation is now an 
integral part of the London Strategic Managers’ 
Network meetings and joint presentations across 
the year. Having the strong representation from 
the Parent Carer Forum representatives from the 
3 regional clusters has brought an extremely 
positive contribution to the joint agency 
discussions which has been valued by all.”

London is the largest region in terms of Local 
Authority areas and population and consists of 32 
Parent Carer Forums. The London Region has 
two members on the NNPCF Steering Group who 
cover 3 cluster groups in the North East, North 
West and South. The termly cluster meetings, 
hosted by different forums, are very important 
to them, in terms of learning and feeding up and 
down from the NNPCF Steering Group. 

North East London North West London South London
Barnet Brent Bexley
Barking and Dagenham Ealing Bromley
Camden Hammersmith and Fulham Croydon
Enfi eld Harrow Greenwich
Hackney Hillingdon Lambeth
Havering Hounslow Lewisham 
Haringey Kensington and Chelsea City of London
Islington Kingston Upon Thames Merton
Newham Richmond Upon Thames Southwark
Redbridge Westminster Sutton
Tower Hamlets  Wandsworth
Waltham Forest  

“I feel it is important to 
create a London identify and 
to be able to share information 
at a more local level.”
“I would like to support other 
Forums, share ideas and, although it 
is early days, I do hope within the next 
few months that most of the London 
forums will have joined us.”
“I joined so we can share/gain 
knowledge to reach out to the hard 
to reach in our community to 
strengthen good practice while 
maintaining co-production.”
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Pictures show parent carers from London forums enjoying 
getting to know each other, and discuss London issues at 
the event on 25 February at the Department for Education.

The SEND Regional Lead for the London 
programme has enabled this positive peer to 
peer support to be extended beyond the cluster 
meetings, through the regional workshops and 
events which have been extremely well supported 
by forums across London. The NNPCF Steering 
Group members for London together with parents 
from Enfield and Sutton are members of the 
Steering Group which jointly plans the London 
programme. 

A particular highlight was the Ofsted/CQC 
workshops which have benefited from learning 
from Bromley as a pilot area. 

Finally, forums value all the regional contacts and 
cluster meetings and we all are looking forward to 
the year ahead. This includes a renewed focus on 
developing and funding a regional plan for forums, 
working with and building relationships with 
existing partners such as London Councils, and 
developing new contacts with colleagues in health 
in London in particular in NHS England. We also 
want to develop the region in a way what supports 
forums and helps them manage a complex array 
of issues within capacity constraints. 

East of England Regional Report       

In the East of England, we are proud to be a part 
of the National Network of Parent Carer Forums,  
and as eleven Parent Carer Forums coming 
together we share our experiences, our learning 
and our journey. We work with commissioners, 
policy makers and those who deliver services 
to design, develop and review what they offer, 
articulating what really matters to children with 
SEND and their families with the aim of improving 
outcomes. 

As parent carers we bring our own experiences but 
behind every one of us stand thousands of other 
parents in the National Network. Our training, our 
ethos and our approach mean that we are able to 
represent the views and experiences of families 
in our region. This year we facilitated our own 
collaborative training day which focused on the two 
priorities that members identified – SEN Support 
and Health engagement, this was very successful 
and highly evaluated. It was also an opportunity for 
a wider group of parent carers to understand the 
work of the region.

Our termly regional meetings have been very well 
attended, most forums have had parent carer 
representatives participating each time. The region 
has a very supportive and collaborative ethos, this 
provides us with a safe environment which enables 
us to share and learn from each other as a group. 

We have continued our work with the Children 
and Young People Steering Group of the Strategic 
Clinical Network for East of England and on its 
associated Forums and Work Groups, this has 
provided a firm base for us to work more closely 
with CCGs and Health Service providers locally. 
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Our relationship with the Peer Network has 
been strengthened, each Parent Carer Forum 
has direct communication from the Lead along 
with a reserved place at all regional events and 
a regional pot of funding to ensure attendance! 
We are delighted to have secured a similar 
arrangement for the coming year.

We have forums represented on local Health 
Watch Boards and Child Health & Maternity 
Commissioning Boards. However, there is still a 
great deal of work to be done and in many areas 
engagement with health commissioners and 
providers is patchy and limited. We are looking 
forward to developing stronger links and working 
more closely with our regional NHS England 
colleagues over the coming months.

Yorkshire and Humber Regional Report    

In the Yorkshire and Humber region there are 15 
local Parent Carer Forums all of whom have been 
working hard over the last two years to support 
and influence the implementation of the SEND 
reforms. The region has seen some excellent 
examples of partnership working between Parent 
Carer Forums and strategic colleagues during 
the last 12 months and there continues to be a 
strong commitment to getting it right for children 
and young people with SEND across the region. 
That isn’t to say there haven’t been challenges 
along the way; the introduction of the Children 
and Families Act and the Care Act and shaping 
services locally to ensure they are fit for purpose, 
has meant a lot of forums in the region have 
struggled with capacity. This has impacted greatly 
on forums being able to fully support the day to 
day running of their organisations as well as trying 
to keep up with the large number of requests for 
their involvement.

The region has made a useful link this year with 
the Local Authority leads at the Yorkshire and 
Humber, 0-25 regional SEND group where 3 
parent carer representatives attended a meeting 
on behalf of the regions forums. This connection 
to regional strategic work is a direct result of the 
Yorkshire and Humber SEND network and will 
hopefully prove to be a sustainable link for regional 
partnership working.

Yorkshire and Humber regional meetings are well 
attended by all forums and on average 12 out of 
15 areas are usually able to represent their local 
area. Forums report that these meetings offer 
a safe and supportive environment to celebrate 
successes and share good practice, but also 
provide a place to look at areas of concern and 
ways to plan positive solutions. Regional meetings 
have been particularly useful throughout the 
implementation of the SEND reforms, especially 
when forums have shared information about 
their Local Offers and how they are working with 
strategic partners to improve and develop the 
information contained in them. 

The Yorkshire and Humber forums are currently 
looking at how they can structure their regional 
work in order to support and influence decision 
making around the regional commissioning 
of services. A forum planning day has been 
organised to look at different regional structures 
and to develop a work plan for the year ahead  
that can be shared with strategic partners.

Yorkshire and Humber remains a solid and 
hardworking region with a big heart where Parent 
Carer Forums continue to strive for the best 
outcomes for all children and young people with 
SEND and their families.
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“ Our current five year plan 2011-2016 has encompassed a time that 
includes the many changes we are all seeing following the introduction 
of the SEND Reforms, the Care Act and massive changes across health 
commissioning and provision, all at a time of considerable financial 
constraints. So our aim for the future is to hold true to the vision behind 
the Reforms, to support our partners and hold them to account, to deliver 
the changes required to make this vision become a reality for all children 
and young people with SEND. We appreciate this is a huge long term 
task for us all, but working together in co-production, one step at a time, 
is something we really can make happen.”

                                                  The NNPCF Steering Group

As a consequence we do not feel we should publish a set of “hopes” for 
2017-2022, instead we should establish our core principles which are:

Across all sectors, the NNPCF seeks to achieve meaningful participation of parent carers  
in decision-making processes (planning, delivery, and scrutiny)  

at local, regional and national levels.

To achieve these core principles the NNPCF should always aim to:
   Raise aspirations, achievements and quality of life of disabled children and young people,  

their siblings and parent carers.

   Be a catalyst for change, promoting a solution focused approach and meaningful  
partnership working.

   Raise awareness and understanding in society, to resolve preventable challenges for disabled 
children and young people and their families.

   Enable the NNPCF to become an active and valued partner in ongoing planning and delivery of 
improved responsive and relevant services.

   Reduce the daily experience of fighting to access fair and dependable support so that parent 
carers and their families can live ‘ordinary lives’..

   Ensure that all partners are mindful of the need to work within current legislation relating to 
children and young people with SEND and in particular to Section 19 of the Children and 
Families Act 2014.



Progress Report • National Network of Parent Carer Forums • October 2016

38

Our expectations for external relations are:
1.   Parent carers speaking for parent carers as the embedded approach at local, regional and 

national level.

2.   Meaningful and influential partnership working with the NNPCF embedded within key 
advisory and implementation groups at national level, and across service provider and 
commissioner boundaries.

3.   An established regional network of active local forums developing good practice solutions 
that meet local need.

4.   Effective external communication systems that enhance and facilitate timely multi directional 
dialogue with key partners and the general public (local/regional/national) using all tools 
including website/publications/ social media etc.

5.   Joint working with partner organisations, shared use of resources, and maximising impact of 
parent carers experience and expertise.

Our expectations for our internal organisation are:
6.   Establish an organised, independent and national team of expert parent carers, underpinned 

by effective administrative support, robust transparent governance processes and a regional 
network.

7.   Build effective internal communication systems that enhance and facilitate multi-directional 
dialogue with parent carers (local/regional/national).

8.   Introduce a more democratic and representational system that values and includes all 
sectors of the parent carer community.

9.   Develop a range of funding sources and relationships to provide ongoing and project based 
independent resources.

10.   Build a resource of good practice examples solutions for both the local forums and the key 
challenges for families of disabled children.

By setting and adhering to these core principles we aim to ensure  
that the NNPCF remains the representative voice  

of parent carers of children with SEND.
Within the period 2017-2022 the NNPCF will explore all options  

towards becoming an independent organisation.
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‘Our Strength Is Our Shared Experience’

Contact a Family
Helpline: 0808 808 3555
open Monday to Friday, 
09:30 - 17:00 
www.cafamily.org.uk
https://makingcontact.org/

Watch our videos on YouTube:
https://www.youtube.com/
cafamily 

Contact details:

National Network of 
Parent Carer Forums 
Email: info@nnpcf.org.uk
Tel: 0207 608 8708
www.nnpcf.org.uk

Follow us on Facebook:
https://www.facebook.com/NNPCF/

Follow us on Twitter:
https://twitter.com/nnpcf
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