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ABOUT
IF IT WAS A CHILD YOU LOVED, 
YOU WOULD WANT THE BEST FOR 
THEM – THIS IS WHY NEWLIFE EXISTS.

Newlife is the UK’s largest children’s charity provider of 
specialist disability equipment, spending £2.5m a year 
providing equipment such as; wheelchairs, specialist 
beds, specialist car seats, walking and standing frames 
and communication aids. 

Without Newlife thousands of disabled children, many 
of whom have reached crisis point would be living in 
pain, unsafe, unable to do the things that we all take 
for granted and denied the opportunity to reach their 
potential. 

For 27 years Newlife has been trusted by disabled 
children and their families. Newlife does not receive any 
government funding and is reliant on income from its 
unique recycling and retail operation and funds raised 
by volunteers and supporters from all around the UK.

Newlife funds pioneering Medical Research to tackle 
the biggest threat to child health today; birth defects, 
and campaigns on behalf of disabled children and their 
families on the issues that really matter to them.

 

Newlife charity supports families nationally, through a 
range of free services including: 

• Nurse Helpline – When families need vital 
information, support or care, the dedicated 
Newlife Nurses are there to help via a helpline 
or online nurse chat service. 

• Equipment Grants - Providing the right 
equipment at the right time that changes lives.  

• Emergency Equipment Loans - Meeting the 
emergency need when children and families 
are at crisis point. Newlife loans essential 
equipment to anywhere in the UK within just 
72 hours. 

• Play Therapy Pods – The importance of play 
should never be underestimated. Designed by 
play therapists, these specialist toys aid child 
development and encourage families to play 
together, often for the first time.
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FOREWORD
Why does this matter?   B e ca u s e  n o  f a m i l y  i s  i m mu n e  f ro m  h a v i n g  a  d i s a b l e d  c h i l d.
If like me, it’s your family - a child you love - you want them to have the best chance to live life to the full. 
You would want to have their pain reduced, keep them safe, benefit from treatment and therapy and be the 
best they can possibly be. That’s what every family would want.

In 2007 we exposed the widespread failings in provision of equipment for disabled children in our report, 
‘It’s not too much to ask’. The government launched a major review of provision but recently a children’s 
occupational therapist with 28 years service, blinked back tears as she told me “things have never been 
worse”.  She told me that professionals are seeing disabled children suffering, but they are unable to give 
them the equipment they really need.  

Last year the number of disabled children rose by 15% to 1.1millon, the highest ever, but equipment 
provision has simply failed to keep pace. The number of children and families left in crisis situations is 
growing. Without Newlife’s equipment services, many would be left to suffer, despite the dedication of 
frontline professionals.

We have our finger on the pulse every day, because we support children regardless of the type of disability, 
we cover the whole of the UK and we provide an enormous range of specialist equipment.  

As well as being able to meet the emergency needs of children, Newlife also provides equipment for long 
term use, when the local statutory services say no.  What else can we do? We don’t want to just turn away, 
knowing someone’s child is at serious risk of injury or death. Yes, it really is that bad.

The law protects these children. It recognises their vulnerability and needs, but we know children’s rights 
are not being observed locally, to give them the equipment they really need.  To help change this, we 
commissioned a series of barristers’ reports, so that everyone involved can be clear about what the law says. 

We have 27 years experience and while there are lots of complex reasons why children are being failed, we 
believe that if the four big issues highlighted in this report are fixed, hundreds of thousands of our children 
will benefit.  We have successfully campaigned for change before – we even secured an amendment to the 
law. Today our aim is to ensure that all disabled children get the equipment they need. 

So this matters to every family - cancers, accidents, birth defects, infections and 
other risks are with us every day. No one thinks it will ever happen to them I 
didn’t, but that’s the reality.  Please read this report and help us to change 
young lives giving them the care and support they genuinely deserve. 

Mrs. Sheila Brown, OBE, FRSM - Newlife CEO
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EXECUTIVE
SUMMARY
All children have the right to be safe and live 
without fear or pain. A right to learn, to develop 
skills, talents and abilities and a right to live a full life, 
without disadvantage. 

Yet every day, right here in the UK, disabled and 
terminally ill children are failed and routinely 
let down because of a hidden equipment crisis. 
Thousands of the most vulnerable disabled children 
are denied equipment that could change lives. 
Children refused essential equipment are left to 
suffer in pain, their safety compromised, isolated 
from the world. They are repeatedly denied the 
chance to go to school, unable to develop vital 
skills for their future, while their families face 
insurmountable barriers in giving their child the 
opportunity to be the best they possibly can be. 

In the last year the number of disabled children 
leapt by a staggering 15% to 1.1 million – the 
highest it’s ever been1. Improvements in medical 
advances mean children born with conditions 
or who acquire disabilities as a result of illness or 
accidents are surviving, often with very complex 
needs. This translates directly to them needing 
a greater level of support and, in many cases, 
multiple pieces of specialist equipment. Demand 
for equipment is reaching critical levels. Yet recent 
figures show that a quarter of local statutory 
services actually cut spending on essential 
equipment during 2016/17, despite a substantial 
increase in need2. 

In this report we identify the key barriers preventing 
disabled and terminally ill children from having 
the right kind of specialist equipment at the right 
time, and outline a comprehensive four-point-plan 
that will improve equipment services for disabled 
children and their families.

BE SAFE AND FREE FROM PAIN
Every child has the right to be 
safe, protected both physically 
and emotionally. Yet disabled 
children are habitually left in 
danger, their already fragile 
lives put at risk because they 
don’t have access to specialist 
equipment. For those children 
whose conditions cause them 
to behave in an erratic way 
that can put them at risk of 
injury, specialist protective 
buggies, car seats and beds 
help eliminate the dangers 
the world around them 
presents. As well as alleviating 
immediate risk, equipment 
also protects disabled children 
from long term damage and 
deterioration. Poor posture, 
for example, causes premature 
death. Depriving a disabled 
child of the right seating, 
standing or sleeping system 
WILL shorten their life; this is 
the reality many families face.

A CHANCE TO LEARN 
Every child has the right to an 
education. This does not and 
must not exclude disabled 
children. Yet children become 
prisoners in their own homes, 
unable to go to nursery or 
school simply because they 
don’t have the equipment 
that provides the security and 
safety they need. Children are 
isolated, the world around 
them inaccessible, because 
they don’t have the right 
wheelchair or seating system 
that would allow them to 
interact with their peers. 
For those unable to walk or 
talk independently, having 
access to a specialist frame or 
communication device has a 
far-reaching impact on their 
ability to do what most others 
take for granted.

REACH THEIR POTENTIAL
Every child has the right 
to reach their potential 
regardless of diagnosis or 
disability.  Yet children are 
deprived equipment that will 
enhance their lives, giving 
them a chance to be the best 
they can be, because it’s not 
considered ‘essential’.  Denying 
children the opportunity to 
participate fully in as many 
aspects of life as possible is 
inherently wrong.  Similarly, 
for those with severe medical 
conditions who are unable 
to walk, eat or communicate 
for themselves, equipment 
provides a crucial lifeline. 
Disabled children should not 
be defined by what they can’t 
do – but rather given the 
opportunity, with the right 
equipment, to show the world 
what they can.

EVERY CHILD HAS THE RIGHT TO:LLY 

Newlife commissioned leading barristers’ advice explaining what the law says about equipment services for 
disabled children throughout the UK. This advice features throughout this report and is available in full by 
country on our website.
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CEASE THE USE OF BLANKET BANS FOR 
RATIONING EQUIPMENT
Blanket bans are commonly used as a means to 
manage budget constraints. This means essential 
equipment is denied to children under any 
circumstances, and is consequently arbitrary and 
fails to respond to their assessed needs.

INTRODUCE A MAXIMUM WAITING TIME  
FOR EQUIPMENT ASSESSMENTS ACROSS  
HEALTH AND SOCIAL CARE
Waiting times for assessments for essential 
equipment are not capped, and there are 
widespread lengthy delays - families can wait 
months, sometimes years before their child is 
prescribed the equipment they need. This leaves 
disabled children living in pain or at risk of injury, 
and their families in constant anxiety. 
They can’t wait.

ESTABLISH AN EMERGENCY EQUIPMENT  
RESPONSE SERVICE
Children in crisis, cannot get equipment quickly 
enough. The majority of local statutory services 
don’t have an effective emergency equipment 
response service for those in most need. This needs 
fixing to prevent injury, to allow hospital discharge 
and to relieve pain.

ENSURE EVERY DISABLED CHILD IS COUNTED
Disability registers are failing. Without an accurate 
measure, health and social care services cannot 
budget to meet the need. Local authorities must 
put in place an accurate way to measure the 
number of disabled children to ensure that no 
child is invisible.

The law protects the rights of all disabled children – Removing barriers that prevent frontline professionals 
from assessing and supplying essential equipment will, without doubt, change thousands of childrens’ lives. 
In this report we outline a clear and comprehensive four-point-plan that will make a real difference; improving 
equipment provision for disabled children in the UK:

8% 
of children in the UK 

are disabled 
(total = 1.1 million)

15% 
increase in the number of 
disabled children on the 

previous year.

3x 
It costs three times more  
to raise a disabled child 

than it does to raise a  
non-disabled child 3

40%
40% of disabled  

children live in poverty 4

KEY FACTS

1        2

3        4

WHY EQUIPMENT MATTERS 

• Reduces pain and suffering. 

• Stops conditions from getting 
worse. 

• Removes risk of injury or 
death. 

• Improves treatment success. 

• Better quality of life. 

• Keeps families together.
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The hard truth is some of the most vulnerable children in the UK, like Max and Freddie, Malachi and Laila 
are being failed because they cannot get the essential equipment they need, when they need it. This is 
happening every day to children and their families across the UK and is having a devastating effect on their 
health, their safety, their ability to learn and it puts their future in doubt.

This report exposes a hidden equipment crisis through the stories of the families 
facing this reality day in day out. 
 

Newlife’s four-point-plan will:
• Keep children safe and free from unnecessary pain
• Help children to learn
• Enable children to be the best they can be, to reach their potential. 

All disabled children throughout the UK are protected by the law. Every child has a right to a full and 
thorough assessment of their individual needs. Once a qualified professional has identified what a child 
needs, there is a responsibility to meet that need.

We are calling on national government and individual local statutory services to work with us to put in 
place our four-point-plan which will change thousands of children’s lives, the lives of some of the most 
vulnerable disabled and terminally ill children in the UK.

NEWLIFE’S FOUR-POINT-PLAN     FIXTHEFOUR

CEASE THE USE OF BLANKET BANS FOR 
RATIONING EQUIPMENT
Blanket bans are commonly used as a means to 
manage budget constraints. This means essential 
equipment is denied to children under any 
circumstances, and is consequently arbitrary and 
fails to respond to their assessed needs.

INTRODUCE A MAXIMUM WAITING TIME  
FOR EQUIPMENT ASSESSMENTS ACROSS  
HEALTH AND SOCIAL CARE
Waiting times for assessments for essential 
equipment are not capped, and there are 
widespread lengthy delays - families can wait 
months, sometimes years before their child is 
prescribed the equipment they need. This leaves 
disabled children living in pain or at risk of injury, 
and their families in constant anxiety. 
They can’t wait.

ESTABLISH AN EMERGENCY EQUIPMENT  
RESPONSE SERVICE
Children in crisis, cannot get equipment quickly 
enough. The majority of local statutory services 
don’t have an effective emergency equipment 
response service for those in most need. This needs 
fixing to prevent injury, to allow hospital discharge 
and to relieve pain.

ENSURE EVERY DISABLED CHILD IS COUNTED
Disability registers are failing. Without an accurate 
measure, health and social care services cannot 
budget to meet the need. Local authorities must 
put in place an accurate way to measure the 
number of disabled children to ensure that no 
child is invisible.
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