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From our Chairman
If you’re reading this Corporate Plan, it will because you have a link to
Spina Bifida or Hydrocephalus or other associated conditions. That
link may be that you have the condition(s), you have a family member
or friend whose life has been affected by the condition(s) or you are
one of the many volunteers, professionals, fundraisers, corporate
sponsors or other partners who work with Shine and our
members every year, supporting us to improve people’s lives
and opportunities.
Shine’s new Corporate Plan 2017 -2022 acknowledges the
foundations that have been laid over the past 50 years, but moves
Shine to a new phase in developing and delivering our services
and support in today’s world.
Over the next 5 years, we aim to grow our capacity for service
delivery and establish new services, invest in research, and influence the
development of health and social care policies and practice across England,
Wales and Northern Ireland. We will invest in our infrastructure to do this.
I am very grateful to everyone who has helped shape this Corporate Plan, and look forward
to working with you to turn the plan into reality.
Best wishes
Mark Noakes
Chairman of Shine

Shine supports people with the
following conditions
Spina Bifida, Hydrocephalus, Spina Bifida Occulta, Encephalocele,
Anencephaly, Normal Pressure Hydrocephalus (NPH) and
Idiopathic Intracranial hypertension (IIH)
To learn more about these conditions, our work, or ways to get
involved, visit our us online at:
www.shinecharity.org.uk
ShineUKCharity

ShineUKCharity
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Why the plan has been developed?
Shine exists to make a positive difference.
Since 1966, Shine (formerly ASBAH) has been providing information and support to individuals (babies,
children, teenagers and adults), to parents and parents-to-be, to grandparents, to sisters and brothers,
to aunties and uncles, to friends and to future generations whose lives have been or will be affected
by Spina Bifida and Hydrocephalus or associated conditions (Spina Bifida Occulta; Anencephaly;
Encephalocele; Intracranial Hypertension; Normal Pressure Hydrocephalus) across England, Wales and
Northern Ireland.
The last 50 years has seen Shine involved in remarkable developments which have brought about improvements
to the lives of thousands of people.
Our knowledge of the conditions and their effects on many aspects of people’s lives has evolved. We better
understand the importance of management and care in preventing or reducing the effects of many of the health
issues our members face, and how new treatments and different approaches can make a positive difference.
This history and experience has demonstrated that providing information, increasing awareness and
understanding, and giving the right support can enable and empower our members to lead the lives they want to
lead, make the choices they feel are right for them, and be confident in challenging attitudes and behaviours.

We’re very proud of this!
In this ever changing world, we also recognise there is still much for us to do to continue to make
that positive difference to so many people’s lives.
That’s why we have developed a new Corporate Plan, which sets out the ambitious goals we want to achieve,
why we want to achieve them and the steps we’ll take to get there.
The Corporate Plan has been influenced by you - our members and families, our staff, our Board, our
volunteers and the professionals we work with. Through consultations, focus groups, surveys and our
day-to-day work, Shine has listened and developed a plan that aims to deliver a wide spectrum of
high-quality services and support to meet individual and collective needs, whilst bringing our
community together locally, nationally and virtually.
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Shine’s
vision
Our
aim

A society where all those whose lives are affected
by Spina Bifida and / or Hydrocephalus, and
associated conditions, are empowered and enabled
through choice and equality of opportunity.

To make a positive difference to the lives
of people affected by Spina Bifida and / or
Hydrocephalus, and associated conditions.

Strategic goals
1 Improving outcomes through early intervention and support

Babies and children from birth to 10 year olds will have improved health, educational and social
outcomes through specific approaches for support, intervention and condition management.

2 Access to better care and services for all

People with Spina Bifida and / or Hydrocephalus will have access to specialist services and treatments,
which will enable better care and condition management.

3 Improved lifestyle and choices

People with Spina Bifida and / or Hydrocephalus will be enabled, engaged and empowered to make
informed choices about the lives they want to lead.

4 Preventing Spina Bifida

Greater focus on the causes of Spina Bifida and a call for Government and others to take decisive action
in the prevention of Spina Bifida.

5 Quality information and support

People affected by Spina Bifida and / or Hydrocephalus, and other key stakeholders, will have access to
high-quality information and support to meet their needs.

Underpinned
by our values
• Promote the empowerment and participation of people with Spina Bifida and
Hydrocephalus, and associated conditions
• Value and respect all the different people with whom we work
• Challenge the ways in which society disables our members
• Work to achieve excellence
• Welcome challenge and review
• Use resources ethically, thoughtfully and responsibly
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1 Improving outcomes through early intervention and support
Parents-to-be are naturally anxious on hearing the diagnosis of Spina Bifida and/or Hydrocephalus, which
is often given to them in very negative terms. Some will be told that their unborn baby has Anencephaly
or Encephalocele. Since all these conditions are rare, clinicians may have little knowledge of treatments or
prognosis, and parents often dangerously resort to the internet or social media for advice.
New parents, parents of older children and the children themselves need support and information to understand
the conditions, but more importantly, to understand the approaches and methods that can be used to help a
child achieve his/her potential.

Our objectives
To develop and provide a national programme of education and information for GPs, and other
professionals involved in pre and post antenatal care and family planning so that parents-to-be
are provided with the right information at the right time.
To provide specific support and information on diagnosis of anencephaly or encephalocele.
To provide access to an ‘early intervention’ programme for new babies and children 10 years old
and under, with Spina Bifida and Hydrocephalus, and their families to enable and encourage more
proactive and informed approaches to condition management and care.
To collaborate with key regional health, social care and education professionals, and other charities
to ensure that all new babies born and children 10 years and under with Spina Bifida and / or
Hydrocephalus have access to planned, appropriate specialist support, information and advice.
To develop and deliver an education programme, with a specific focus on Hydrocephalus, to parents
and educational professionals, to enable children with the condition to achieve their full potential.
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2 Access to better care and services for all
Spina Bifida is uncommon and complex, and expertise is scant. Hydrocephalus can be equally complex in
management and treatment. Individuals may need support in monitoring their health and well-being, support
to engage effectively with statutory services, and support to manage their conditions. These issues can be
exacerbated as an individual ages with Spina Bifida and/or Hydrocephalus.
We know that statutory services for individuals are fragmented. There is rarely a holistic approach to addressing
health, wellbeing and social care issues. The current care model for the majority of our members often requires
people to become ill before a referral to a specialist can be made. Regular or routine check ups are rare.

Our objectives
To drive the agenda for national care pathways for Spina Bifida and Hydrocephalus in England, Wales
and Northern Ireland for GPs and other health professionals which will increase the proportion of
individuals with these conditions having timely access to the right specialists and treatments.
To deliver a programme of training and information about Spina Bifida and Hydrocephalus, and
the importance of early intervention for condition management and improved health outcomes,
specifically for primary and secondary care settings.
To lobby and campaign for better access to the right services in a timely manner for all people
living with Spina Bifida and / or Hydrocephalus in England, Wales and Northern Ireland.
To collaborate with key centres to maintain existing Spina Bifida and Hydrocephalus clinics, and
to create a framework to encourage the development of new clinics across England, Wales and
Northern Ireland.
To increase access to Shine’s holistic health assessments, information and resources.
To ensure an excellent service from, and widen access to, Shine’s Home Health Delivery.
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3 Improving lifestyle and choice
Everyone has to make choices throughout their lives, but for people living with Spina Bifida, Hydrocephalus,
Normal Pressure Hydrocephalus or Intracranial Hypertension, these choices can be greatly hindered by
challenges. Many of these challenges are created by society, such as a lack of access to health and social care
support and systems, lack of accessible amenities and equipment, and other people’s lack of understanding and
attitudes towards disability.
Uncertainty about the future and the effects of Spina Bifida and / or Hydrocephalus as people age is daunting.
Shine’s members tell us that they need someone to call on, someone who can help them cope in difficult times,
answer those awkward questions, someone to be the voice of reason and experience and someone to share
good news and celebrate it with. Our members also tell us that they need someone to support, advise and
inspire them to lead the lifestyles they choose to.
Shine’s Support and Development Services will continue to provide the support, advice, and guidance that
engage and empower people with Spina Bifida and / or Hydrocephalus to make informed choices about the lives
they want to lead, and opportunities to connect with each other in ways that suit their needs.

Our objectives
To improve our understanding of ageing with Spina Bifida and / or Hydrocephalus, and the factors
and actions that can impact this.
To increase our reach and improve outcomes for those members supported through our network
of Support and Development Workers and our Health Development Team.
To develop and sustain initiatives and peer support opportunities for age-specific groups within
our membership.
To develop and deliver projects and campaigns which address priorities identified by Shine’s
membership - such as education, employment, benefits, disability rights, reaching black and
ethnic minority communities, relationships and parenthood.
To provide an annual programme of national and regional events.
To increase awareness of Spina Bifida and Hydrocephalus amongst those involved with supporting
people affected by Spina Bifida and / or Hydrocephalus, the professionals who support them, and
the general public.
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4 Preventing Spina Bifida
The world is not any closer now than it was 20 years ago in truly understanding the causes of Spina Bifida. There
is some evidence to suggest that genetic, nutritional, and environmental factors may contribute to its cause. There
is much stronger evidence to indicate that increasing folate levels in a mother’s diet can help to prevent or reduce
the risk of Spina Bifida and other neural tube defects. Taking folic acid supplements before and during pregnancy
will help. Fortification of flour, used in white bread and other baked products, provides a wider reach to all groups of
the population, and has been proven to reduce the number of neural tube defects in over 70 countries across the
world. The UK is not one of these countries.
Despite this lack of information into the causes, and the need to pursue a step-change in increasing folate levels
in women of child-bearing age, the world of surgical intervention is progressing. Post-natal surgery has been
around for many years, and is the most common method of intervention to close the new born baby’s back. Prenatal surgery is still very much in its infancy, and is not yet practised in the UK. Neither approaches have sufficient
comparative data to provide evidence on success and long-term outcomes for the child.
More research into cause, prevention and outcomes of surgery is needed if we are ever to achieve a world that
enables people to choose to reduce the chances of their future children having a neural tube defect, such as
Spina Bifida.

Our objectives
To lobby and campaign the UK and devolved Governments in Wales and Northern Ireland to
fortify flour with folic acid.
To raise vital awareness among all women of childbearing age about the importance of taking
folic acid BEFORE becoming pregnant, running alongside our campaign for fortification.
To engage with researchers to undertake more research for greater insight and understanding
into the causes of Spina Bifida - and eventually informing the intervention agenda.
To collaborate with professionals for information on the optimum outcomes from pre
and post surgical intervention.
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5 Quality resources for information
and support

Intrinsic to the four previous goals, will be the way in
which Shine delivers its services, and who we deliver the
services to.
We know that different people have different needs for
information and support at different times of their lives.
Some individuals may require very little intervention or
support but will want access to accurate information,
whilst others may want one to one support and require
this on a more regular basis.
Determined by need and wants of an individual or
collective members and stakeholders, and our resources,
Shine will offer choice in developing levels of support
that range from accessible resources on the website to
individualised support, advice and advocacy.
These levels of support will be mapped across projects
and the services provided by Shine’s Support and
Development Workers.
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Our objectives
To assess each element of our work,
and map the need of members and
other key stakeholders to our ‘spectrum
of support’, ensuring that appropriate
resources and access to them are
available according to level of need.
To develop a new and accessible
website.
To review and update all existing
resources and publications, and
produce new resources when need
is identified, ensuring that they are
produced in accessible formats and
languages for specific audiences.
To equip our staff with the tools and
resources they need to deliver high
quality, professional services.

Achieving our goals
Shine will be an organisation that is ‘fit for purpose’ to ensure robust systems, processes and funding are in
place to deliver what we’ve set out to do in this Corporate Plan.

•

The people who make it happen
Shine will invest in our people - our staff and our volunteers. They are our greatest
asset. We will provide them with the resources, the training, skills and support, and
progression opportunities to achieve their goals … and ours.

•

Communication
Communication is key - across the organisation and to the outside world. Shine will
develop internal and external communication plans to improve how we engage, inspire
and inform others about the work we are doing, and the difference we are making.

•

Our effectiveness
Shine will invest in our systems and processes to allow us to work in the most effective
and efficient way possible, to minimise risk and enable us to be the best we can be.

•

Impact measurement
Shine will introduce new approaches to measuring the outcomes and impact of the
services we provide.

•

Fundraising
If we are to fully achieve our goals, we will need to grow our income. Shine will set out
clear, evidence-based plans to raise funds, maintaining and increasing the current mix of
funding to ensure a continuing stability to core income, with project funding to provide
the additionality to the work we do.

•

Widening engagement and stronger partnerships
A charity cannot survive in isolation. Members, professionals, funders and fundraisers,
volunteers, corporate partners and others provide the knowledge, guidance, expertise,
finance and support that enables Shine to grow and develop.
Over more than 50 years, Shine has remained committed to involving and engaging
members and others in informing our services, project work and strategic direction.
Today’s world, with access to the internet and social media, as well as our extensive
membership and fundraising databases, presents new opportunities to extend our
reach and engage with an even wider range of people from all areas of interest.
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Making a greater impact together…
Donate… every donation to Shine has the potential for profound impact.
Your gift will enable us to continue to provide vital early intervention, support groups,
training events, information, reassurance and much more...

Fundraise… from marathons to quizzes, baking to skydiving, there are
so many ways to have fun, use your talent and fundraise for Shine.
The experience you’ve been dreaming of could help to change
someone’s life - and yours!

Work for us… ever thought of joining our

Leave a legacy… by remembering Shine in your will,
your wishes now can make a difference way into
the future and help us to plan new
services with confidence.

Get Involved…
professional team? We promote new vacancies

on our website and social media so if you have the
skills, experience and initiative we are looking for,
please get in touch!

Volunteer… whether helping with events, fundraising,
advocacy or admin, volunteering is a great way to
use your skills, and learn new ones, to make a

Work with us…

difference. We are developing our volunteering

Get involved in our campaigns…

programme, so if you want to know more
please get in touch.

by working together we can change the world
around us to improve access and equality for
people with spina bifida and hydrocephalus. The more
we work together the greater our voice will be.

Work in partnership with us… whether sharing
your services, expertise, resources or influence,
the involvement of businesses and organisations
is a growing and exciting area for Shine.
It’s corporate social responsibility that
keeps on giving.

Spina Bifida • Hydrocephalus • Information • Network • Equality
42 Park Rd, Peterborough PE1 2UQ

01733 555988 • firstcontact@shinecharity.org.uk
www.shinecharity.org.uk
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