











Case Study
Peter Hamilton

| was living in New York and working for an investment
bank as a software developer. But in the weekend | was
a skydiver. | loved doing it, and every weekend | could |
was travelling out of the city to jump out of a plane. On
the fateful day, | had an unlucky landing, | had a tumble.
There wasn’t a scratch on me, but | had broken my neck

and became a C5/6 tetralegic.

| was in hospital for 17 months, first in New York
and then in the UK. Now | had to battle for my
care. It was soul destroying. We went through a
huge amount of effort. There was loads of waiting
and we were initially rejected. We felt like giving
up at that point — there was so much stress and
heartbreak battling against these people who
seemed to be out to reject you at all costs.

They consistently underscored my condition

and that was completely unjust. They assessed

life threatening conditions such as Autonomic
Dysreflexia (a severe and unexpected increase in
blood pressure) and Pokliothermia (an inability to
regulate body temperature) far too low essentially
disregarding their importance. The Nurse Assessor
even asked if | had any income so it felt there was
some unofficial means testing which is completely
against the assessment process. From the
beginning it seemed she was out to marginalise my
needs and find any reason she could to reject my
application.

After much distress, a care package was agreed

and is now running well. | need people who are

well trained and understand the complexities of
my condition. I've had no challenges, the care

reviews have gone well. | think I'm definitely one of

the lucky ones in that regard.

It’s important that the care and support is provided
by an external professional carer, rather than my
wife or another family member. Catherine is my
wife, she’s not my carer — why should she give up
work to care for me?

My carers come in the morning, stay all day and
then leave. The care package allows me to work,
have a life. Since my accident I've been able to

get back to work, start my own business, live
independently. Whilst | do all of that | have a PA to
support me. We’ve just had a baby, we can go out
and do shopping, | can be a husband to my wife,
not a burden. | honestly couldn’t be happier now
and that’s all down to a good care package.

| can’t imagine if these people ever put themselves
in our situation and think about how it feels. The
cruelty going on in the system right now due to
funding pressures is destroying people’s lives.
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Conclusion

“I was terrified,” explained Val Thompson, one of SIA’s
members whose care was abruptly removed after

an ill informed review.

After months of stress battling NHS decision
makers, common sense finally prevailed and her
care package was restored. Yet Val’s experience
and those of other SCI people in this report are

by no means unusual. Indeed, we often hear of
people scared to go on the record fearful that their
situation will be made worse if they speak out.

How is it possible that a package of care, designed
with the intention of helping severely disabled
people has gone so wrong? A smooth experience
of care should be the norm, not the exception.

It is our view that current provision is frequently
inhumane and sometimes unlawful. The basic
aspirations of safe care and a fair, accessible
system are being lost. A lack of understanding of
the NHS'’s own rules, severe cost cutting pressures
and shortages of trained staff are all to blame.

Everybody should have the right to lead a fulfilled
life. It is outrageous that in the 21st century and

in one of the world’s most developed nations
vulnerable people are forced to accept unsafe care
due to poor NHS decision making. It is nothing less
than a national disgrace.

Yet, there is hope. We are working to highlight
these injustices. We have identified practical
changes that will improve people’s experience
of CHC and even save the NHS money. When
someone’s care needs are not properly met,
they do not disappear. They simply re-emerge in
another invariably more costly part of the NHS.
We're working hard to share these measures
more widely and are committed to working in
partnership with like-minded organisations to
make them a reality. In this respect we remain
true to the principles of Baroness Masham who
in 1974 set to ensure that every spinal cord injured
person should get the care they need to lead a
fulfilled life.

With thanks to our case studies who so kindly
shared their experiences — Val Thompson, Mr Q,
Maria Adamson and Peter Hamilton.

“It is outrageous that in the 21st century and

in one of the world’s most developed nations

vulnerable people are forced to accept unsafe
care due to poor NHS decision making.”
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FOR LIFE AFTER SPINAL CORD INJURY

Spinal Injuries Association (SIA)
represents the interests of the 50,000
people living with a spinal cord

injury in the UK, as well as the many
hundreds of thousands of people who
are their families, friends and health
professionals. We provide spinal cord
injured people with the hope, confidence
and practical skills to rebuild their lives

in the aftermath of injury, during their

rehabilitation and at any time afterwards.

SIA supports spinal cord injured

people and their families with practical
and emotional support, advice and
information, empowering them to lead
full and independent lives. We campaign
for change, ensuring that each person
can lead a full and active life.

For more information visit
www.spinal.co.uk

bacll up

transforming lives after spinal cord injury

Back Up is a national charity that inspires
people affected by spinal cord injury to
get the most out of life. Each year, we
reach over 1,000 people with our award-
winning services that are designed and
delivered by people affected by spinal
cord injury. With a team of over 400
volunteers, we offer wheelchair skills
training, an accredited mentoring service,
telephone support, life skills and activity
courses, and support returning to work
or education. Back Up also offer support
to family members, and we’re the only
UK charity with dedicated services for
children and young people with a spinal
cord injury.

For more information visit
www.backuptrust.org.uk

Aspire

Supporting people with spinal injury

Aspire is a leading national charity that
provides practical support to people
who have been paralysed by Spinal Cord
Injury, helping them move from injury

to independence. Aspire exists because
there is currently no cure. Our services
include Accessible Housing, Independent
Living, Housing Advice, Welfare Benefits
Advice and Assistive Technology.

For more information visit
www.aspire.org.uk

LeighDay

Leigh Day is proud to support ‘More than a Number’. As a claimant-only law firm specializing

in spinal cord injury claims we see on a daily basis both the devastating effects of spinal
cord injury and how good care can transform lives. But we also see huge strain placed on
severely disabled people as they struggle to navigate a system that too often works against
their needs at a time when they need support the most. For this reason we are delighted to
support this report and challenge cuts to NHS Continuing Healthcare.

‘More than a Number’ is a really important contribution to ensuring that every severely
disabled person can get the care and support they need to lead a fulfilled life. It deserves to

be read by anyone with an interest in the long term care of severely disabled people and we

remain committed in our support of a full, active and independent life for every SCI person.

Get involved

To support our campaigning work or to comment on this report, please contact:

Spinal Injuries Association
2 Trueman Place

Milton Keynes

MK6 2HH

01908 604191
campaigning@spinal.co.uk
www.spinal.co.uk

(®) @spinalinjuries

A soft copy of this report is available at www.spinal.co.uk/morethananumber

@spinalinjuries
@ Spinal Injuries Association Spinal Injuries Association
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