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1.

CHAIRMAN’S FOREWORD

1.1

On behalf of the Panel I wish to acknowledge the excellent work of all health and social
care professionals in supporting children and young people with long term health
conditions or learning disabilities. With continuing budget restraints and ever increasing
demand for services the Panel noted the difficult yet vital role that these professionals
undertake and understand that provider services are doing everything they can to meet
the needs of children and young people across the East Riding.

1.2

Tribute must also be paid to all parents and carers who work tirelessly to ensure the best
outcomes and opportunities for their children. With overstretched services and budgets,
parents are having to do more and more to support their child’s needs. Whilst parents
and carers may be able to support and care for their child, it is nevertheless distressing
that they are having to do so ever more.

1.3

Whilst service provision priority is rightly given to those children or young people with
the greatest need, there appears to be an inequity for those with mild to moderate
conditions. With the right help, care and support, however, those with mild to moderate
conditions have the potential to contribute greatly to society in the future. The health
and social care system therefore has a duty to invest in service provision for all levels of
needs if those children and young people with long term health conditions or learning
disabilities are to contribute to future society.

1.4

The Panel’s investigations found there was a high level of satisfaction from
parents/carers who have accessed services. With providers working together, their plans
and policies are helping to smooth the transition of young people into adulthood.
Unfortunately, the Panel has found that the system is failing those children and young
people with mild to moderate needs. In particular there are a lack of specialist therapists
and clinicians which is resulting in long waiting times.

1.5

The Panel has made several recommendations and it is hoped that they will all be
accepted by commissioners and providers to meet the needs of children and young
people with long term health conditions or learning disabilities. Whilst the Panel
acknowledge the budgetary pressures commissioners continually face, nevertheless with
partners working together, giving adequate support and putting plans in place and by
taking on board the conclusions of this review, it is possible for children and young
people to be given the opportunities in life they deserve and to give them and the best
possible start in adulthood.

1.6

I would like to thank all individuals who gave us their time during the course of this
review, members of the Panel for their commitment and input into the task,
Gareth Naidoo for organisation of the review and producing this report, and many
others who gave their advice and support.

Councillor Kay West
Review Panel Chair
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2.

EXECUTIVE SUMMARY

2.1

Equity in healthcare is a basic right and everyone should have equal access to treatment.
With the number of people with a long term health condition or learning disability
appearing to increase year on year, this is, however, placing a demand on health and
social care services that is unsustainable and thus creating unequal access to services.

2.2

With the age of integration taking hold, health and social care organisations are now
starting to work together more effectively; combining workforces, sharing resources and
pooling budgets to meet the demands being placed on a system that is being stretched
beyond its intended capacity.

2.3

With this in mind the Panel wanted to know where the gaps in provision are and how
these could be addressed collaboratively across an ever developing and changing
landscape of health and social care.

2.4

The Panel’s investigations therefore focused around two main areas:



2.5

the level of provision of children’s community services for children and young
people with long term health conditions or learning disabilities;
how information is shared between health and social care professionals.

Children’s Community Service Provision
Key Findings


The ethos behind the Special Educational Needs and disability (SEND) reforms is
welcomed by professionals as it ensures the child or young person is placed at the
heart of everything.



Transition from Special Educational Needs (SEN) Statements to Education, Health
and Care Plan (EHCP) is generally progressing well, with partner services
successfully working in collaboration.



Plans and policies are in place amongst further education providers to support
young people with long term health conditions or learning disabilities and to ensure
a smooth transition into adulthood.



There is a high level of satisfaction from parents/carers with service provided once
that service is actually accessed.



The passion, drive and commitment of parents, carers and health and social care
professionals to ensure the best opportunities and outcomes for children and young
people with long term health conditions or learning disabilities is to be
commended.



There are a lack of specialist therapists and clinicians in general across the
East Riding, resulting in long waiting times or a lack of service provided for those
with mild to moderate need, particularly under the following services:
o Speech and Language Therapy;
o Occupational Therapy;
o Paediatric Occupational Therapy in social care;
o Physiotherapy;
o Clinical Psychology;
o Community Paediatrics
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Of those with learning disabilities, 80 per cent of children and young people who
have learning disabilities are classed in the ‘mild to moderate’ category (according to
the Council’s Specialist and Inclusive Services).



There is no children’s enuresis (bedwetting) service in the East Riding and delays in
accessing bowel and bladder services and access to products.



There is disparity of commissioning for long term health conditions between East
Riding and Hull residents.



Providers often require a diagnosis before they offer treatment but this can take
months, leaving parents/carers with little, if any, support in the meantime.



A highly complicated commissioning and provider process is in place across a
number of organisations which can be bewildering for parents/carers.



The onus seems to be placed on the parent/carer to seek the right support for their
child and coordinate their care.

2.6

The Panel found there to be an imbalance in the provision of support provided to
children and young people through children’s community services. It would seem that if
a child has a more obvious need compared with another child, then the child with the
less obvious need does not seem to receive the same level of service/support as the
other, yet the level of need may well be the same. Sometimes it appears to be those who
shout the loudest get the most.

2.7

Support should be provided based on level of need, not on a diagnosis. Parents have
commented that they feel unsupported whilst waiting for a diagnosis for their child. The
Panel feel that thresholds should not be based on diagnosis but on need.

2.8

From an educational perspective, locally and nationally, more and more children with
long term health conditions or learning disabilities are accessing the system yet there is
not the capacity or resource to continue to sustain this. This is also having a knock-on
effect on special schools which are already at capacity.

2.9

There is a continuing small increase in children with severe but specific conditions and
whilst the high end need is still being accommodated there is an ever increasing number
of children with low end needs that are not. Statutory duties continue to be met, however
it is becoming ever more difficult to meet non-statutory duties because of stretched
budgets and resources.

2.10

Sharing of Information

2.11

As part of the NHS Five Year Forward View it is envisaged that patient experience and
the effectiveness and safety of care will be improved through the creation of paper-free
environments delivered at the point of care by 2020. It was hoped that the development
of the care.data programme (a secure portal for transferring and sharing of data and
information), would make it easier and more accessible for health professionals to share
information, however this programme has now been scrapped so there is still no clear
way forward on how data can be securely shared.

2.12

The sharing of data and information between services has improved significantly since
the previous review identified this as an issue of concern. Health and social care
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professionals are now far more open to sharing information (provided patient consent
has been attained) and recognise the benefits to sharing information.
Key Findings


Data sharing has improved between services significantly over recent years and
there is now a thirst for this to be progressed further.



Consent from patients is not always attained on entry to service and there appears
to be various ways of acquiring patient consent along the way.



Permission to access patient data/information is not always set up correctly on
computer systems, causing delays in patient care across services involved.



There is still an incompatibility of computer systems across the health and social
care system (hard copies of patient records are still required between health and
social care when information is requested).



The development of care.data programme has been scrapped.

2.13

Patients and citizens expect that whenever and wherever they access services, those
caring for them can easily access comprehensive, accurate and timely information. They
anticipate professionals working with modern information systems that bring together all
of the relevant information available - from diagnostic tests and clinical notes, case
histories to records of personal preferences.

2.14

In practice however, this does not always work. Everyone registered with the NHS in
England and Wales has their own NHS Number. The NHS Number is the only National
Unique Patient Identifier, used to help healthcare staff and service providers match you
to your health records. This should be used for consistency across the health care
profession but this is not always the case.
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3.

REVIEW PANEL RECOMMENDATIONS

No.

Recommendation

Organisation to Action

1.

That further work be undertaken through the Joint Strategic
Needs Assessment (JSNA) to identify the areas of need for
children and young people with long term health conditions
or learning disabilities.

Public Health - East Riding of
Yorkshire Council

2.

That the programme of commissioning for children’s
community services be reviewed to ensure that there is
adequate attention to needs and outcomes.

3

(i)

That a Strategy for commissioning services to support
children and young people with long term health
conditions be developed.

(ii)

That such a Strategy places customer service at its
forefront so that the onus does not fall on
parents/carers to coordinate the provision and support
of care for their child.

That such a Strategy ensures a consistent pathway and
consent for sharing information between health and
(iii)
social care professionals involved with an individual’s
case be established.

East Riding of Yorkshire Clinical
Commissioning Group
Vale of York Clinical
Commissioning Group
East Riding of Yorkshire Clinical
Commissioning Group
Vale of York Clinical
Commissioning Group
East Riding of Yorkshire Clinical
Commissioning Group
Vale of York Clinical
Commissioning Group
All NHS providers
East Riding of Yorkshire Clinical
Commissioning Group
Vale of York Clinical
Commissioning Group
All NHS providers

4.

That the programme of commissioning for therapy services
be urgently reviewed in order to improve access to therapy
services and ensure equity of therapy provision that meets
the needs of children and young people across the East
Riding.

5.

That a children’s enuresis (bedwetting)
commissioned in the East Riding.

service

be

6.

That the Local Offer website (www.thelocaloffer.co.uk) be
more widely publicised.

East Riding of Yorkshire Clinical
Commissioning Group
Vale of York Clinical
Commissioning Group
East Riding of Yorkshire Clinical
Commissioning Group
Vale of York Clinical
Commissioning Group
Public Health and Children,
Families and Schools - East
Riding of Yorkshire Council
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4.

MEMBERS OF THE REVIEW PANEL

4.1

The membership of the Review Panel was set at six Members from East Riding of
Yorkshire Council (four Conservatives, one Independent Democrat and one Labour).

4.2

Members of the Review Panel consisted of: Councillors Kay West
(Conservative) as Chair, Elaine Aird (Conservative), Mally Boatman (Labour),
Tony Galbraith (Conservative) Barbara Jefferson (Independent), and Pat Smith
(Conservative).

4.3

Queries regarding this review should be directed to:
Gareth Naidoo
Senior Committee Manager (Overview and Scrutiny)
East Riding of Yorkshire Council
Democratic Services
County Hall
Beverley
HU17 9BA
Tel. (01482) 393206
Email: gareth.naidoo@eastriding.gov.uk

5.

FINANCIAL IMPLICATIONS

5.1

A number of recommendations within this report may have financial implications for
partner organisations which will need to be assessed.

6.

METHODOLOGY

6.1

Following on from the previous review Supporting Children with Chronic Conditions or Severe
Allergies in East Riding Schools (December 2013) this review was established to look at the
support provided by community health and social care services to children and young
people aged 0-25 years with long term health conditions or learning disabilities.

6.2

The aim of the review was to:
(i) Find out if a consistent approach is taken to commissioning services for children and
young people with long term health conditions or learning disabilities in the East
Riding in order that they receive the necessary care and support from community
health and social care services;
(ii) Find out if there is adequate support and plans in place for children and young people
with long term health conditions or learning disabilities transitioning into adulthood;
(iii) Consider how data and information on children and young people’s long term health
conditions and learning disabilities can be more easily shared amongst health
professional without breaching data protection legislation or patient confidentiality.

6.3

The scope (Appendix 1) for the review outlined the issues that the Panel wished to
consider, whilst the methodology (Appendix 2) attempted to ensure that the objectives
outlined in the scope were met.

6.4

Seven meetings of the Panel took place over a sixth month period. During the course of
the review the Panel met with or corresponded with the following organisations:
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Commissioners




East Riding of Yorkshire Clinical Commissioning Group
Vale of York Clinical Commissioning Group
East Riding of Yorkshire Council
- Public Health
- Children’s Services
- Adult Services

Providers







Humber NHS Foundation Trust;
Hull and East Yorkshire Hospitals NHS Trust;
York Hospitals NHS Foundation Trust;
Northern Lincolnshire and Goole NHS Foundation Trust;
City Health Care Partnership;
a General Practitioner (GP);

Further Education Providers






Bishop Burton College
East Riding College
Hull College
Wilberforce Sixth Form College
Wyke Sixth Form College

Voluntary Organisations (including the views of parents/carers)


6.5

East Riding Voices in Partnership (ERVIP)
KIDS

The Panel also called forward Councillor Owen (Deputy Leader) and Councillor
Abraham (Portfolio Holder for Children, Young People and Education), as the relevant
Cabinet Members for this review, seeking their views on the subject.
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7.

INTRODUCTION

7.1

A previous review panel report Supporting Children with Chronic Conditions or Severe Allergies
in East Riding Schools (December 2013) identified a gap in provision and support in
children’s community services for those children and young people in the mild to
moderate need and learning disability category.

7.2

As such this formed the bedrock of this review, with the Panel considering what
community support and service provision is available for children and young people with
long term health conditions or learning disabilities in the East Riding of Yorkshire. In
particular the Panel focussed on what arrangements are in place to help such children
and young people transition into adulthood.

7.3

The previous review also found there to be an inconsistent approach to accessing and
the sharing information amongst health and social care professionals. As such the Panel
wished to investigate further how information is effectively shared across the different
organisations involved in a child or young person’s care.

7.4

In undertaking this review, the Panel did not wish to focus on any one particular long
term condition or need but rather build up an overall picture of general service provision
in children’s community services. It is in evitable, however, that over the course of the
Review, specific gaps in provision are exposed and the Panel has identified specific
service provision that is lacking. It therefore has made both specific and more generic
recommendations for provider and commissioner services to address.
Facts and Figures

7.5

In England, more than 15 million people have a long term condition - a health problem
that cannot be cured but can be controlled by medication or other therapies. This figure
is set to increase over the next 10 years, particularly those people with three or more
conditions at once.1

7.6

Long term conditions can affect many parts of a person’s life, from their ability to work
and have relationships to housing and education opportunities. Care of people with long
term conditions accounts for 70 per cent of the money spent on health and social care in
England.2

7.7

There are over 15 million under 20s in England, accounting for nearly 25 per cent of the
population. Of these:



7.8

6% have a disability;
14% have a long-standing illness.3

According to Association of Young People’s Health, one in seven young people (15%)
aged 11-15 report having been diagnosed with a long-term medical illness or disability
such as asthma, diabetes, epilepsy, cancer, or physical or mental impairment.



Approximately 800,000 teenagers in the UK suffer from asthma.
Diabetes affects approximately 35,000 under 19s.

https://www.gov.uk/government/publications/2010-to-2015-government-policy-long-term-healthconditions/2010-to-2015-government-policy-long-term-health-conditions
2 https://www.gov.uk/government/publications/2010-to-2015-government-policy-long-term-healthconditions/2010-to-2015-government-policy-long-term-health-conditions
3 https://www.gov.uk/government/publications/children-and-young-peoples-health-outcomes-forum-2014-to2015
1
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7.9

In 2012 the Department of Health published the first NHS Mandate, which set out what
NHS England had to achieve. It gave NHS England responsibility for coming up with
plans to help make life better for people with long term conditions by:




7.10

Approximately 63,000 young people under 19 have epilepsy.
More than 2,500 young people under 17 develop arthritis every year.
Learning disability affects around 3% of young people.
One fifth of pupils going in to secondary schools have special educational needs.4

helping them to get the skills to manage their own health
agreeing with them a care plan that is based on their personal needs
making sure their care is better coordinated

This review would determine how much of the NHS Mandate has been met by local
health and social care organisations.
Education, Health and Care Plans (EHCP)

7.11

Since the introduction of the Children and Families Act 2014 there have been changes to
the way children and young people with special educational needs and disabilities
(SEND) are supported.

7.12

The key principles to the Act aim to improve the system by giving more importance to
the views, wishes and feelings of children and young people and their families.

7.13

Education, Health and Care Plans (EHCP) have begun to replace Statements of Special
Educational Need (SEN). Like the Statement, the EHCP is a legal document specifying a
child or young person’s special educational needs, the special educational provision they
will get, and the nursery, school or further education college they will attend.

7.14

The EHC plan could begin at birth and continue until a young person is 25 if they still
need the extra support to complete their education or training. The EHCP has begun to
replace Learning Difficulty Assessments for young people over 16 in further education.

7.15

The introduction of EHCP is helping to bring all service providers closer together and
the ethos behind the reforms (the integration of health and social care) has been
welcomed by health and social care professionals. It was hoped all will start to see the
benefits of the introduction of the EHCP once the transition period is over.

7.16

Previously the time taken to acquire a Statement of SEN was a
26 week progress. Now an EHCP has to be carried out in 20 weeks. The process for
undertaking an EHCP has now improved at the Council following a restructuring of the
SEN team. The process now allows for greater working with families and multi-agencies.

4

http://www.youngpeopleshealth.org.uk/key-data-on-adolescence
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8.

COMMISSIONING SERVICES

8.1

The NHS commissioning system was previously made up of primary care trusts and
specialised commissioning groups. Most of the NHS commissioning budget is now
managed by 209 clinical commissioning groups (CCGs). These are groups of general
practices which come together in each area to commission the best services for their
patients and population.

8.2

Nationally, NHS England (NHSE) commissions specialised services, primary care,
offender healthcare and some services for the armed forces. It has four regional teams
but is one single organisation operating to a common model with one board.

8.3

Commissioning of public health services is undertaken by Public Health England (PHE)
and local authorities, although NHSE commissions, on behalf of PHE, many of the
public health services delivered by the NHS.
Public Health

8.4

There has been much change to commissioning responsibility since 1 April 2013,
including the transfer of Public Health to the Council.

8.5

The commissioning of the Healthy Child Programme (HCP) for 5 - 19 year olds, which
is delivered by Specialist Community Public Health Nurses (School Nurses and Special
School Nurses), transferred to Public Health to within the Council on 1 April 2013.

8.6

On 1 October 2015 the commissioning responsibility for the HCP for -9 months to 5
years, delivered by Specialist Community Public Health Nurses (Health Visitors and
Family Nurses), transferred from NHSE to Public Health.

8.7

The transfer of Public Health into local authorities on 1 April 2013 has allowed for an
opportunity to consider future integrated models of Public Health Nursing services.

8.8

The HCP is a universal, preventative public health programme that protects, promotes
and supports the health of children, young people and families. The HCP contributes
significantly towards reducing longer term need and demand for higher level services by
improving public health outcomes for all children, young people and families.

8.9

The universal reach of the HCP provides invaluable opportunity from early in a child’s
life to identify families that are in need of additional support and children at risk of poor
outcomes.

8.10

The HCP is an evidence-based framework of advice, support and interventions. It spans
four levels of service (need) including:


Your Community describes a range of health services (including GP and
community services) for children and young people and their families. Health
Visitors and School Nurses will be involved in developing and providing these and
making sure you know about them.



Universal Services from your Health Visitor and School Nursing Team provides
the Healthy Child Programme to ensure a healthy start for every child. This
includes promoting good health, for example through education and health checks
and protecting health eg by immunisations and identifying problems early.
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Universal Plus provides a swift response from your Health Visitor and School
Nurse Service when you need specific expert help which might be identified
through a health check or through providing accessible services that you can go to
with concerns. This could include managing long-term health issues and additional
health needs, reassurance about a health worry, advice on sexual health, and
support for emotional and mental health wellbeing.



Universal Partnership Plus delivers on-going support by your Health Visitor and
School Nursing Team as part of a range of local services working together and with
you/your family to deal with more complex problems.

8.11

The HCP sets out the standards for the children’s primary healthcare workforce:
Paediatricians, GPs, Health Visiting, and School Nursing. The HCP aims to ensure that
every child gets the good start they need to lay the foundations of a healthy life.

8.12

Family Nurse Partnership (FNP) is a targeted intensive parenting programme which
supports first time teenage parents under 19 years (both mothers and fathers) and their
children from pre-birth to age two years. When parents join the FNP programme the
HCP is delivered by a Family Nurse, instead of a Health Visitor, up until the age of two.

8.13

The Council’s Public Health Children and Young People’s Commissioning and
Procurement Project Group has oversight of future commissioning within a clear
governance structure. Future commissioned services will be commissioned based on the
best evidence base.
Joint Strategic Needs Assessment (JSNA)

8.14

A Joint Strategic Needs Assessment (JSNA) is a means by which Health and Wellbeing
Boards will describe the future health and wellbeing needs of local populations and the
strategic direction of service delivery to meet these needs. The JSNA is a statutory
responsibility of the Health and Wellbeing Board and informs the Health and Wellbeing
Strategy.

8.15

The JSNA is “a process” and a compilation of individual needs assessments which fall
under priority areas chosen by key stakeholders and is not one whole document.

8.16

Needs analysis is an important element of commissioning, which is understood as the
process of specifying, securing and monitoring services to meet people’s needs at a
strategic level.

8.17

Commissioning is a strategic activity which entails four cyclical stages: the analysis stage;
the planning stage; the doing stage; and the reviewing stage. Needs analysis is located
within the first stage of the commissioning cycle - the analysis stage.

8.18

Part of the JSNA process is engagement and consultation to identify priorities in terms of
health and wellbeing within the context of other factors such as national policy and
guidance, evidence regarding best practice, market analysis and risk analysis.

8.19

To inform the decision making process Public Health has undertaken much activity
around children and young people’s mental and emotional health, Looked After Children
(LAC), self-harm and eating disorders.
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Key Findings
8.20

Joint Strategic Needs Assessment (JSNA)

8.21

The JSNA holds a plethora of information and data on various needs, however, what is
lacking from the JSNA is a detailed analysis of the number of children and young
people in the East Riding who have long term health conditions or learning disabilities.

8.22

What is unclear are the specific areas of need across the East Riding for children and
young people with such conditions. A needs assessment into the various long term
health conditions or learning disabilities of children and young people would then help
inform commissioners in their commissioning plans.

Recommendation

That further work be undertaken through the Joint
Strategic Needs Assessment to identify the areas of need
for children and young people with long term health
conditions or learning disabilities.

Clinical Commissioning Groups (CCGs)
8.23

The East Riding of Yorkshire area falls under two separate clinical commissioning
groups (CCGs), East Riding of Yorkshire CCG and Vale of York CCG.
East Riding of Yorkshire CCG

8.24

A clinically led organisation, East Riding of Yorkshire CCG is made up of 37 general
practices that serve a registered population of 301,745 (January 2015), covering an
extensive rural area of approximately 1,000 square miles.

8.25

East Riding of Yorkshire CCG is committed to improving the care provided to patients,
reducing health inequalities and raising the quality and standard of health services whilst
achieving a financial balance.

8.26

The East Riding of Yorkshire has particular challenges with an ageing population and
some areas of health inequality. Working with GPs and local community representatives,
East Riding of Yorkshire CCG has developed a five year strategic plan, focussing on
delivering against three key objectives which are based on the needs of the population:




8.27

Supporting Healthy, Independent Ageing
Reducing Health Inequalities
Improving the Physical and Emotional Health and Wellbeing of our Children

East Riding of Yorkshire CCG had an annual budget of around £380 million for
2015/16 and is responsible for planning and buying (commissioning) hospital, mental
health and community health care services for the people living in the East Riding of
Yorkshire. Of that budget, around £19.155m (5.04%) was spent on community services,
which includes services for children and young people with long term health conditions.
Vale of York CCG

8.28

The Vale of York CCG serves a population of around 337,000 people from the York,
Selby, Tadcaster, Easingwold and Pocklington area.
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8.29

It has the responsibility for the monitoring of commissioned healthcare and the planning
and design of many of the health services. The Vale of York CCG’s main areas of
responsibility are:
 Planned hospital care
 Urgent and emergency care
 Rehabilitation care
 Community health services
 Mental health and learning disability services

8.30

In 2015-16 Vale of York CCG had a budget of £430.8m. Of that budget, £29.066m
(6.65%) was spent on community health services (community hospitals and communitybased care including nurses and therapists)

8.31

Vale of York CCG commissions specialist nurses for asthma, diabetes and some therapy
services in the East Riding. It also commissions a learning disability and Child and
Adolescent Mental Health Service (CAMHS). There is also a high level health psychology
service available (through secondary care).
Key Findings

8.32

Commissioning Children’s Community Services

8.33

Approximately 200,000 children in England are at the School Action Plus stage of
assessment of SEN or have a Statement of SEN and have a primary SEN associated
with a learning disability. Of these, four out of five have a moderate learning difficulty,
one in twenty have profound multiple learning difficulties.5

8.34

Annual planning cycles are driven by the latest requirements from NHSE (for example
Future in Mind and Maternity Services). There is nothing in the current CCG cycle
specifically for long term health conditions. Commissioning services that have
meaningful outcomes is a challenge and requires a complex needs and outcomes
analysis.

8.35

The Panel found that community services for children and young people have not had
the same priority over the years compared to acute services. Historically certain
children’s community services have been commissioned and have continued to be
commissioned but without any true evaluation as to their necessity or outcomes of
commissioning such a service.
Recommendation

5

That the programme of commissioning for children’s
community services be reviewed to ensure that there is
adequate attention to needs and outcomes.

8.36

Strategy for Long Term Health Conditions

8.37

The Panel found there to be no clear strategic approach taken by CCGs in
commissioning children’s community services. This has led to a fragmentation of
service provision, the increasing of criteria thresholds and the resultant widening gap in
provision for those children and young people with mild to moderate need.

8.38

Parents have expressed frustration about a lack of parity of service between local

Figures provided by East Riding of Yorkshire CCG to the Panel.
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authority/CCG areas and feel that organisations should be offering the same services,
regardless of which side of the border you live on.
8.39

The biggest hope when the National Institute for Health and Care Excellence (NICE)
was formed was that it would mean the end of what has been known as the ‘postcode
lottery’, namely where a patient on one side of a street may be given access to
treatment denied to his neighbour on the other side, solely due to the fact that they fall
under different health authorities, who have different priorities regarding treatment.
Unfortunately this has not been the case and between Hull and East Riding a
‘postcode’ lottery still exists for a number of services, including those for children and
young people with long term health conditions or learning disabilities.
Recommendation

That a Strategy for commissioning services to support
children and young people with long term health
conditions be developed.

8.40

Enuresis Service (bedwetting)

8.41

Whilst East Riding of Yorkshire CCG do commission a continence service, this does
not include an enuresis (bedwetting) service. Speaking to voluntary groups and parents,
this is a service that parents feel is much needed. A service has in the past been
commissioned by Public Health, but the responsibility for commissioning now lies with
CCGs.
Recommendation

That a children’s enuresis (bedwetting) service be
commissioned in the East Riding.

14 | P a g e

9.

PROVIDER SERVICES

9.1

Community children’s services are the bedrock of the pathways of care for children and
young people with long term health conditions or learning disabilities. Community
children’s services includes school health, school nursing and health visiting services and
community therapy (such as occupational, physiotherapy and speech and language
therapy) amongst other things.

9.2

Currently community children’s services are struggling to meet the needs of all ill and
disabled children and young people. Research undertaken by the University of Central
Lancashire and the University of the West of England for the Department of Health has
described the importance of reliable, accessible expert provision to families to enable
them to care for their child at home and recorded the families’ deep frustration at the
patchy, fragmented postcode lottery provision of services that currently exists.6 This is no
different in the East Riding.
Key Findings

9.3

Therapy Services

9.4

Feedback from parents via ERVIP and KIDS paints a picture of lack of provision and
access to therapy services across the East Riding and that the system is failing those
with mild to moderate long term health conditions or learning disabilities (no service
commissioned for those with mild to moderate learning disabilities).

9.5

It was reiterated to the Panel that there appears to be an imbalance in the service
received dependent on the severity of a child or young person’s condition. There is a
perception that thresholds for support within health and social care are set too high
and only for the most severe and complex. Dependent on the service required and
level of demand, there is confusion amongst parents over threshold criteria as it would
seem that the goalposts keep changing.

9.6

It would seem that if a child has a more obvious (visual/outward) need compared with
another child whose need is not as obvious, then that child may not receive the same
level of service/support as the other, yet the level of need may well be the same.

9.7

The Panel also heard of parents’ anguish in accessing support for their child when they
do not have a diagnosis. The Panel believe that support should be provided based on
need and that thresholds should not be based on diagnosis but on need. Parents are
being left in limbo waiting for a diagnosis whilst in the interim they appear to receive
little support.
Occupational Therapy (OT)

9.8

6

Service is specified for restricted referral criteria for children with significant physical
disability. There are an adequate number of therapists to provide the service specified,
however, there is no capacity to deliver beyond the core service. If the referral rate
continues to increase this may no longer be the case. The service has accepted
additional contracts but this can only be provided by staff working additional hours
which are dependent on their availability. The service is experiencing increasing
numbers of very complex children which will have an impact on capacity. Skill mix
within the team has meant that recruitment has improved from where it was a few

Department of Health: NHS at Home: Community Children’s Nursing Services (March 2011)
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years ago, however, this has not been tested recently.
Physiotherapy (Physio)
9.9

Service is specified for a restricted referral criteria and demand exceeds capacity.
Service is 18 week compliant through the successful implementation of triage clinics
and Gym Groups. The number of active children per qualified therapist is high. If the
referral rate continues to increase the number on active caseload will continue to also
increase and in the long term is not sustainable. The service is experiencing increasing
numbers of very complex children which will have an impact on capacity. The service
is experiencing recruitment difficulties to qualified posts.
Speech and Language Therapy (SLT)

9.10

SLT is the most accessed service as there are broad referral criteria in the service
specification that cover any child with a potential speech and language and
communication need. Demand exceeds capacity and waiting times appear to be
increasing. The increased waiting times for SLT also have a knock on effect for those
undergoing a diagnosis for Autistic Spectrum Conditions (ASCs). It is proving difficult
to recruit and retain qualified and experienced staff.

Recommendation

That the programme of commissioning for therapy
services be urgently reviewed in order to improve access
to therapy services and ensure equity of therapy
provision that meets the needs of children and young
people across the East Riding.

9.11

Information and Advice

9.12

Within the East Riding there are five main providers of services for children and
young people with long term health conditions or learning disabilities:






Humber NHS Foundation Trust;
Hull and East Yorkshire Hospitals NHS Trust;
York Hospitals NHS Foundation Trust;
Northern Lincolnshire and Goole NHS Foundation Trust;
City Health Care Partnership

9.13

Whilst it is clear amongst health professionals which organisation delivers what service
and the necessary threshold criteria, it is somewhat of a mine field for parents to
fathom out. Parents have voiced their frustrations over there being no clear pathway
to take and being left with little information as what to do next or who to turn to for
information, advice or guidance.

9.14

It would seem that the onus is largely on the parent/carer to chase health and social
care professionals and fight for their child to receive the service they require. It also
appears that community and acute care service records do not always link up.

Recommendation

That such a Strategy places customer service at its
forefront so that the onus does not fall on parents/carers
to coordinate the provision and support of care for their
child.
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9.15

The Local Offer

9.16

The SEND reforms are already having a significant impact on the way services are
chosen and commissioned to deliver support on behalf of children and young people
(0 - 25 years). Following the introduction of the Children and Families Act 2014,
under the SEND reforms, local authorities have a statutory duty to develop and
publish a Local Offer.

9.17

A Local Offer gives children and young people with special educational needs or
disabilities and their families information about what support services the local
authority think will be available in their local area. Every local authority is responsible
for writing a Local Offer and making sure it is available for everyone to see. As more
parents take up the opportunity to manage a Personal Budget, so the market place for
providers can open up to reflect the true diversity and breadth of provision within
each locality.7

9.18

In general there is a lack of signposting from provider services for parents of children
or young people with long term health conditions or learning disabilities to seek
independent information, advice or guidance. The development of the Local Offer
provides this help, information and guidance that parents so desperately need and
allows the parents of children with long term health conditions or learning disabilities
to make informed decisions about the care and support their child should receive. The
Panel, however, believe the Local Offer needs greater publicity to raise awareness of
this invaluable resource to parents across the East Riding.
Recommendation

7

That the Local Offer website (www.thelocaloffer.co.uk) be
more widely publicised.

http://www.thelocaloffer.co.uk/
17 | P a g e

10.

SHARING OF INFORMATION

10.1

As part of the NHS Five Year Forward View it is envisaged that patient experience and the
effectiveness and safety of care will be improved through the creation of paper-free
environments delivered at the point of care by 2020. Delivery of this ambition is
complicated and takes time. Activities may include procuring the necessary software and
hardware technologies from the market, ensuring that the systems can hold and transfer
data to our legally-defined standards and effecting the business change and training to
embrace and use the technologies and move away from managing clinical workflows
with paper and whiteboards. Workflows and technologies need to work for the broader
workforce, both clinical and professional, across the health and care economy.8
Key Findings

10.2

Sharing of Data

10.3

Sharing of data has improved considerably over the last few years with health and
social care professionals being more open to sharing information (provided they have
patient consent). All realised the benefits sharing of information brought about and
although most trusts and health and social care professionals used different systems
and it could be difficult to navigate the correct channels for access information, the
process and procedure in sharing data/information was improving.

10.4

It was hoped that the development of the care.data programme (a secure portal for
transferring and sharing of data and information), would make it easier and more
accessible for health professionals to share information, however this programme has
now been scrapped so there is still no clear way forward on how data can be securely
shared.

10.5

Frustration still remains, however, for parents who after giving consent to share
information on their child still have to repeat the process when moving between
providers, professionals or between departments of the same organisation. A
consistent approach and opportunity to give consent as to what information can be
shared on the patient is needed to ensure a more efficient and effective system of
supporting children and young people in their conditions.

Recommendation

10.6

That a Strategy for commissioning services to support
children and young people with long term health
conditions or learning disabilities ensures a consistent
pathway and consent for sharing information between
health and social care professionals involved with an
individual’s case be established.

Care.data was a programme of work led by NHSE and the Health and Social Care
Information Centre which was looking to bring together securely, health and social care
information from different settings in order to see what worked really well in the NHS
and what could be done better. Using data in this way is known as data sharing for
purposes beyond direct care and the information would only be shared if it would benefit
patient care.

NHS National Information Board: THE FORWARD VIEW INTO ACTION: Paper-free at the Point of Care Preparing to Develop Local Digital Roadmaps - September 2015
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10.7

NHSE owned the care.data programme, but the delivery partner was Health and Social
Care Information Centre. They were running the programme, which included technical,
benefits, policy, and pathfinder work streams. GP-led clinical commissioning groups in
four parts of the country, known as pathfinder areas, were helping to develop the
care.data programme. Unfortunately development of the programme was halted whilst a
review on data sharing, public attitudes, and potential models for consent and opt-out by
Dame Fiona Caldicott is considered. Subsequently the programme has now been
scrapped.

10.8

Work is underway however amongst local Trusts to become paper free and share records
more easily. Previously even within the same Trust, different computer systems were
used that not everyone could access. With the introduction of the Lorenzo system within
Hull and East Yorkshire Hospitals NHS Trust and Northern Lincolnshire and Goole
NHS Foundation Trust this has helped to speed up the transfer of patient information
and avoid duplication across the system of collecting and recording patient information.
Elsewhere SystmOne is still the most commonly used system. It still can be difficult,
however, for health and social care professionals to navigate the correct channels to
access information.

10.9

General Practitioners are generally the central information storage hub for all children
and young people. Universal services also hold a significant amount of data and
information on children and young people with long term health conditions or learning
disabilities but there is still no one central system that all can access.

10.10 Within the Council, the first time officers meet with a family of a child or young person
with long term health conditions or learning disabilities they seek family consent to allow
for the sharing of information from the start between those health and social care
professionals that become involved with that child or young person. This is not always
the case however in the health setting, whereby a patient consent is not always acquired
correctly or information shared or easily accessed. The Panel heard many times from
individuals that patient history and information was not passed on when moving from
one professional to another, resulting in the patient having to repeat their story time and
time again.
10.11 Over the last few years, however sharing of information has improved considerably
between partners, for example with social care professionals now having arrangements in
place with the acute trusts in the event of an emergency. For example, the Council has
arrangements with Yorkshire Ambulance Service and schools for children or young
people with specific conditions so that in the event of a power outage, those children
with breathing equipment at home or school are called out within a set time period
before the equipment stops working. This is information sharing at its best.
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11.

CONCLUSION

11.1

The Panel feel that over the years money that should have been spent on children’s
community services has not been and that priority has been given to acute services, most
notably at Hull Royal Infirmary, where ever increasing demand and pressures have been
accumulating. It would seem that the more high profile the issue or ‘those that shout the
loudest’ receive larger of the lion’s share, whilst children’s community services are left to
struggle and fend for themselves.

11.2

Over the years individual gaps in need have appeared, due to budgetary pressures, which
when collated amount to a significant gap in provision for children and young people.
Couple this with the complexities of cross border commissioning and provider
arrangements, whilst unintended, nevertheless a post code lottery has emerged whereby
children and young people in the East Riding do not receive the same provision of
service or support as those in the Kingston upon Hull area.

11.3

At the end of the day if a child or young person has a health or learning need, whether
mild, moderate or severe, they have a need and commissioners have a duty to support
them. The NHS is supposed to be a national health service, there for all, yet over the
course of this review this does not appear to have been the case, with certain cohorts left
with little or no support or service provision at all.

11.4

With ever increasing pressures on budgets, commissioners may have felt the need to set
ever increasing thresholds criteria to ensure that those with severe and urgent need are
prioritised. Yet by creating thresholds this has immediately disengaged and disaffected a
specific cohort and thus increase the gap in provision for those that do not meet the
threshold for support of provision. Also there appears to be a lack of consistency in how
commissioning criteria is set or applied, with some community services not having any
thresholds whereas other services the goal posts seem to change year on year.

11.5

There appears to be a lack of provision for support, particular therapy services, in the
East Riding, however it must be acknowledged that feedback from parents/carers (via
ERVIP) shows a high level of satisfaction with the services provided once they are able
to access them. There just needs to be a greater equality and access in service provision
for children and young people.

11.6

The Panel therefore wish to see a fairer commissioning cycle applied to children’s
community services and a true strategic approach taken to address the ever widening gap
in provision so that all children and young people have the same access to support and
services, giving them the best chance to live as ordinary lives as possible and prepare
them for adulthood.

20 | P a g e

TABLE OF ABBREVIATIONS AND TERMS
ASC
CCG
EHCP
ERVIP
ERVIP
FNP
HCP
JSNA
LAC
NHS
NHSE
OT
PHE
SEN
SEND
SLT

Autistic Spectrum Conditions
Clinical Commissioning Group
Education, Health and Care Plan
East Riding Voices in Partnership
East Riding Voices in Partnership
Family Nurse Partnership
Healthy Child Programme
Joint Strategic Needs Assessment
Looked After Children
National Health Service
National Health Service England
Occupational Therapy
Public Health England
Special Educational Needs
Special Educational Needs and Disability
Speech and Language Therapy

BIBLIOGRAPHY
Websites
Association of Young People’s Health
Contact a Family
Council for Disabled Children
Data Observatory
East Riding of Yorkshire CCG
East Riding Voices in Partnership
GOV.UK
Institute of Public Care
KIDS
Local Government Association
Mencap
NHS England
Skills for Care
The Local Offer
Vale of York CCG

www.youngpeopleshealth.org.uk
www.cafamily.org.uk
www.councilfordisabledchildren.org.uk
http://dataobs.eastriding.gov.uk/jsna
www.eastridingofyorkshireccg.nhs.uk
www.ervip.org
www.gov.uk
ipc.brookes.ac.uk
www.kids.org.uk/yorkshire-the-humber
www.local.gov.uk
www.mencap.org.uk
www.england.nhs.uk
www.skillsforcare.org.uk
www.thelocaloffer.co.uk
www.valeofyorkccg.nhs.uk

Publications
Association of Young People’s Health. Key Data on Adolescence 2015. 2015
Department of Health. Report of the Children and Young People’s Health Outcomes Forum 2014/15.
March 2015
Department of Health. NHS at Home: Community Children’s Nursing Services. March 2011
Local Government Association. Get in on the Act: Children and Families Act 2014. April 2014
NHS National Information Board. The Forward View Into Action: Paper-free at the Point of Care Preparing to Develop Local Digital Roadmaps. September 2015
21 | P a g e

ACKNOWLEDGEMENTS
Officers of East Riding of Yorkshire Council
Dr Shazia Ahmed
Dr Tim Allison
Annette Benstead
Clare Brown
Elizabeth Holmes
Liane Kirk
Mike McDermott
Carol Upton

Consultant in Public Health
Director of Public Health
SEN Team Leader
Strategic Service Manager (Adult Care Management)
Assistant Principal Educational Psychologist
Team Manager (Future+)
Associate Director of Public Health
Team Manager (Children's Disability Team)

Cabinet Members
Councillor Julie Abraham
Councillor Jonathan Owen

Portfolio Holder for Children, Young People and Education
Deputy Leader

External Contributors
Organisation

Person

Karen Gaunt
Shirley Pethick

Description
GP and Named Doctor for Safeguarding
Children in East Riding
Deputy Principal (Curriculum and Quality)
Sunshine House, Hull
Senior Operational Manager for
Community Paediatric Services
Director of Learner Services, Planning and
Diversity
Head of Foundation Programmes
Assistant Director - Services for Vulnerable
People
Member of the Steering Group
Vice Chair

Beverley & Molescroft Surgery

Dr Guy Clayton

Bishop Burton College
City Health Care Partnership

Russell Lawrance
Jayne Booth

City Health Care Partnership

Jackie Griffiths

East Riding College

Helen Wooldridge

East Riding College
East Riding of Yorkshire Clinical
Commissioning Group
East Riding Voices in Partnership
East Riding Voices in Partnership
Hull and East Yorkshire Hospitals
NHS Trust
Hull and East Yorkshire Hospitals
NHS Trust
Hull College
Hull College
Humber NHS Foundation Trust
Humber NHS Foundation Trust
Humber NHS Foundation Trust
KIDS - Yorkshire and Humber
NHS England
Northern Lincolnshire and Goole
NHS Foundation Trust
Northern Lincolnshire and Goole
NHS Foundation Trust
Vale of York Clinical
Commissioning Group
Wilberforce Sixth Form College
Wyke Sixth Form College
York Teaching Hospital NHS
Foundation Trust
York Teaching Hospital NHS
Foundation Trust

Peter Marson

Mr Amedo Craven

Nurse Manager

Dr Chris Wood

Consultant Paediatrician

Elaine Agar
Zailie Barratt
Nia Abbott
Jacqui Dawson
Karren Griffiths
Sue Cawkwell
Dr Wendy Barker

Head of School for Foundation Learning
Group head of Student Services
Assistant Care Group Director
Service Manager for Universal Services
Paediatric Therapy Lead (East Riding)
Regional Director
Deputy Director of Nursing

Amanda Jackson

Head Of Nursing

Neil Griffiths

Ashy Shanker
Jayne Hill

Associate Chief Operating Officer

Ben Wallis
Margaret Cordeaux

Acting Deputy Director - Partnership
Commissioning Unit
Assistant Principal
Learning Support Manager/Teacher

Vicky Mulvana

AHP Senior Manager

Liz Vincent

Director of Children's Services
22 | P a g e

Appendix 1
Supporting Children and Young People with Long Term Health Conditions or Learning
Disabilities in the East Riding - Scope
This Review Panel will look at the support provided by community health
and social care services to children and young people aged 0-25 years with
long term health conditions or learning disabilities.
The aim of this review is:

Proposed review including desired
outcomes and objectives

1. To ensure that there is a consistent approach taken to commissioning
services for children and young people with long term health
conditions or learning disabilities in the East Riding in order that they
receive the necessary care and support from community health and
social care services.
2. To ensure there is adequate support and plans in place for children and
young people with long term health conditions or learning disabilities
transitioning into adulthood.
3. To consider ways by which data and information on children and
young people’s long term health conditions and learning disabilities can
be more easily shared amongst health professional without breaching
data protection legislation or patient confidentiality.
The review relates to the following corporate priorities:



Supporting vulnerable people, reducing inequalities
Promoting health, wellbeing and independence

The Supporting Children with Chronic Conditions and Severe Allergies in East
Riding of Yorkshire Schools Review Panel suggested that a further review be
convened which focuses on the support provided by health services in
supporting children and young people with long term health issues and
learning disabilities in the community. As such the Panel has made the
following observations and put forward further areas of focus to be
considered during the course of a further review.

Areas the Review Panel
wishes to consider

1.

That a consistent approach be taken in commissioning services for
children with long term health conditions or learning disabilities;

2.

That the local Clinical Commissioning Group increase its
commissioning of therapy services to ensure that the needs of
children with long term health conditions or learning disabilities are
being met;

3.

That a coordinated approach be taken by all NHS and Council
providers and commissioners in sharing data and information on the
number and types of long term health conditions and learning
disabilities that children and young people in the East Riding suffer
from;

4.

That a central database be developed between all health professionals
that holds all information and data on the number and types of long
term health conditions or learning disabilities associated with East
Riding children and allows access to all necessary parties;

5.

That data on the number and types of long term health conditions or
learning disabilities associated with East Riding children be published
on the Data Observatory or the most appropriate forum.
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Appendix 1
Supporting Children and Young People with Long Term Health Conditions or Learning
Disabilities in the East Riding - Scope
The Review should therefore focus on community health services’
support for these children and young people, considering the
following areas:
Commissioning of services
 How does the commissioning cycle work?
 Comparison of services commissioned, including performance
outcomes, for those children locally and nationally
Provision of support for children with mild to moderate learning
difficulties (e.g. children with autistic spectrum disorders (ASD),
developmental coordination difficulties (dyspraxia) etc.), compared with
children with severe learning difficulties
 What are the different criteria levels of need?
 What provision of support is there to meet these levels?
Services Providers
 Occupational Therapy and Speech and Language Therapy
- How can children and young people be supported when there
is such a shortage of therapists?
 Physiotherapy
 School Nurses and Health Visitors
 Educational Psychology
 Neonatal Services
 What community facilities are there for premature births
(which might lead to a child developing a long term health
condition or learning difficulty)?
 Is this provision adequate?
Colleges
 What plans and policies do colleges have in place to support young
people who have long term conditions or learning difficulties?
 How do colleges link with health professionals?
Transition into adulthood
 What plans and preparation are there for children and young people
transitioning in to adulthood?
Sharing of information
 How can data and information be more easily shared amongst all
necessary health bodies?
 How is care.data programme progressing?
 Is there scope for creating a central database, something which appears
lacking, for capturing data on children’s long term health conditions
and learning difficulties?
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Appendix 1
Supporting Children and Young People with Long Term Health Conditions or Learning
Disabilities in the East Riding - Scope
Providers
 City Healthcare Partnership
 East Riding of Yorkshire Council (Specialist and Inclusive Services)
 Special Educational Needs and Disability
 Children’s Disability
 Educational Psychology
 Hull and East Yorkshire Hospitals NHS Trust
 Humber NHS Foundation Trust
 Northern Lincolnshire and Goole NHS Foundation Trust
 York Teaching Hospital NHS Foundation Trust

Who should be consulted
and involved in the Commissioners
Review?
 East Riding of Yorkshire Clinical Commissioning Group
 East Riding of Yorkshire Council (Public Health)
 NHS England Vale of York Clinical Commissioning Group

Councillors
 Cabinet Member
o Portfolio Holder for Children, Young People and Education
o Deputy Leader
Parents, Children and Voluntary Groups
Review Manager - Gareth Naidoo, Senior Committee Manager (Overview and Scrutiny)
Link Director - Dr Tim Allison, Director of Public Health
Review Panel Members
Councillors Kay West (Chair), Elaine Aird, Tony Galbraith and Pat Smith - Conservative
Councillor Barbara Jefferson - Independent
Councillor Mally Boatman - Labour
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Appendix 2
Supporting Children and Young People with Long Term Health Conditions or Learning
Disabilities in the East Riding - Methodology
Meeting 1 - Background and Introduction
Previous Review Panel
 To review the key findings of the previous Review Panel report Supporting Children with Chronic
Conditions and Severe Allergies in East Riding Schools and the areas put forward for further consideration
for this Review
Scope and Methodology
 To approve the scope for the review
Meeting 2 - Council Services
 To receive an overview of the work of the Specialist and Inclusive Education within Specialist and
Inclusive Services:
 Special Educational Needs and Disability
 Children’s Disability
 Educational Psychology
Meeting 3 - Service Providers
Service Provision - to hear from the various NHS services
 General information requested from each service:
 Number of staff per service (ie OTs, Physios, therapists etc.)
 What is the budget for staffing these services?
 How many children and young people access these specific services?
 What are the waiting times for children accessing services?
 What is the most over prescribed or accessed service?
 How much liaison is there with GPs or other involved professionals?
Occupational Therapy, Speech and Language Therapy & Physiotherapy Services




Is there a lack of paediatric occupational therapists?
How vital are paediatric occupational therapists in supporting these children/young people with
their conditions?
How can children and young people be supported when there is such a shortage of therapists?

Neonatal Services



What community facilities are there for premature births (which might lead to a child developing a
long term health condition or learning difficulty)?
Is this provision adequate?

Paediatrics Services
 What is the role of paediatric services and how accessible is this service for East Riding
children/young people?
 Is there any duplication of work between City Health Care Partnership and Council services?
School nurses and health visitors



Has there been any increased commissioning by NHS Public Health England that is adequate for
School Nurse Service to carry out immunisation services?
Has the school nurse and health visitor service seen any beneficial changes since commissioning of
services transferred to the local authority?
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Appendix 2
Supporting Children and Young People with Long Term Health Conditions or Learning
Disabilities in the East Riding - Methodology
Meeting 3 - Service Providers
Information requested from a GP
 How easy is it to refer a child with a suspected long term health condition or learning disability?
 How much liaison is there between acute trusts/health/social care professionals and GPs about a
GPs patient?
 What is the role of a GP once a child has been referred and is receiving treatment/support from
acute trusts/health or social care professionals? How much contact do GPs have with these
children/young people?
 How involved do school nurses/health visitors get with GPs?
 What is the prevalence of children/young long term health condition or learning disability accessing
GP services?
 What training/re-fresh training and how often do GPs receive on long term health conditions and
learning disabilities, particularly mental health?
 Is there anything that is not working well across the health and social care system for supporting
children/young people with long term health condition or learning disabilities?
 For children/young people with mild to moderate learning disabilities do GPs get more involved
because of the waiting time for the child/young person to see a specialist therapist?
Sharing Information
 What systems do each Trust use and do these systems talk with one another?
 Are the systems compatible with GP systems? ie SystmOne
 How is information accessed or shared between health and social care professionals?
Meeting 4 - Voluntary Groups and Further Education Providers
Voluntary Groups
 To hear from voluntary groups who support children and young people with long term health
conditions or learning disabilities
 What is the role that ERVIP and KIDS play in supporting children/young people with long term
health conditions or learning disabilities and their families
 How are voluntary groups funded? Do they receive any financial support from central government,
the LEPs or the Council?
 How much liaison/interaction is there between ERVIP/KIDS and other specific voluntary/support
groups?
 What is the feedback from parents/carers as to how they are supported by health and social care
professionals? What works well and not so well across the system?
 What help/support/guidance do parents/carers need that is not being provided or is available?
Further Education Providers
 To hear from various further education providers to understand how they support children and
young people with long term health conditions or learning disabilities and prepare them for
adulthood.




Following the SEND reforms what plans and preparation are in place at colleges for young people
transitioning in to adulthood?
How easily do colleges interact and liaise with social and health care professionals to prepare young
people for leaving further education?
What plans and policies do colleges have in place to support young people who have long term
conditions or learning difficulties?
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Appendix 2
Supporting Children and Young People with Long Term Health Conditions or Learning
Disabilities in the East Riding - Methodology
Meeting 5 - Discussion with Cabinet Members & Adult Services
Cabinet Member Discussion


To hear from the relevant portfolio holders to seek their views on the support provided by
community health and social care services for children and young people with long term health
conditions or learning disabilities.

ERYC Adult Services
 To receive an overview of the work of Adult Services in supporting and preparing children and
young people with long term health conditions or learning disabilities for adulthood.
 What is the impact of the SEND reforms on Adult Services resource and budget?
 Has Adult Services received a portion of the SEN Reform Grant (2014/15) and the SEND
Implementation Grant?
Meeting 6 - Commissioners
Commissioning of services
 What is the overall commissioning budget for the East Riding?
 How much of the commissioning budget is set aside for children and young people with long term
health condition or learning disability?
 Breakdown of services commissioned and costs
 How does the commissioning cycle work?
 What are the different criteria levels of need and how these are designed?
 How often are the criteria levels re-assessed?
 How much is the Joint Strategic Needs Assessment and Health and Wellbeing Strategy taken into
consideration when setting criteria levels?
 How does commissioning of services for children/young people with long term health condition or
learning disability compare with other CCGs? Do we commission more or less in the East Riding?
 What commissioning arrangements are in place for children and young people transitioning into
adulthood?
 What provision of support is there for children/young people with mild to moderate learning
disabilities? Are these children/young people being failed?
Sharing Information
 How can data and information sharing be more widely encouraged between NHS Trusts, GPs and
health and social care services?
 How can we encourage GPs to use SystmOne or one compatible system?
 How many GPs use SystmOne? What are the other systems GPs use and how compatible are these
with other systems?
NHSE
 How can data and information be more easily shared amongst all necessary health bodies?
 How is care.data programme progressing? What is the feedback from the Pathfinder stage?
 Is there scope for creating a central database, something which appears lacking, for capturing data
on children’s long term health conditions and learning difficulties?
Meeting 7 & 8 - Review Summary & Report Sign-Off
 To summarise the review and its findings and to approve the report (key findings and
recommendations).
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