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Foreword

Campaigning for Change

Baroness Masham of Ilton

The Spinal Injuries Association (SIA) has come a long way since
the early 1970s, when a number of likeminded individuals joined
together to form the charity. I am sure that none of us could have
envisaged the level of growth that we have seen over recent
years, or the immense impact the organisation has had on
service provision for spinal cord injured (SCI) people.

Since its inception, SIA has acted as a champion on behalf of the
SCI community. It has responded to a huge number of
government consultations, and has initiated or been involved in
many successful campaigns. We were adamant from the start
that things must change for the better concerning the services
and support that SCI people receive.

Spinal cord injured people frequently face barriers and
discrimination when it comes to accessing services and rights
equal to those enjoyed by non-disabled people. At SIA we seek
to challenge this prejudice, and enable and support SCI people to
fight for the opportunity to have their voices heard on the issues
that affect their daily lives.

This manifesto clearly shows our commitment to continue this
fight. The manifesto gives an overview of our campaigning
activity from 2005 - 2008 and outlines our priorities for the next
three years. Our approach is realistic in that we cannot tackle all
of the issues that concern SCI people at once, but we can
dedicate ourselves to working our way through them.

Much has improved for disabled people over recent years, but
there is still a lot to be done if the social and environmental
barriers that prevent us from participating fully in society are to
be removed. I look forward to playing an active part in the
All Party Parliamentary Group on SCI formed in 2008 and,
together with my fellow Peers in the House of Lords, supporting
SIA and its Campaign for Change.
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John Borthwick, SIA Chair

Since its formation in 1974, SIA has successfully campaigned on
many issues affecting the lives of people with spinal cord injury.
Many of these issues affect the wider disabled community as
well. Often SIA has taken the lead when working with other
disability organisations on issues affecting that wider community.

This second Campaigning for Change manifesto sets out those
issues that most affect the lives of our members and their
families in 2008. As in the 2005 manifesto, we have identified the
top priorities for our members. This document sets out how we
will be advancing our campaigns from the first manifesto whilst
embarking on some new campaigns during the next three years.

I should like to thank all those who have contributed to the
development of our ongoing campaigning strategy.

Introduction



Campaigning for Change
manifesto 2005 - 2008

In 2005, our members identified five issues on
general disability and five SCI-specific issues
to direct our campaigning work.

General disability issues

Access to buildings and services.
Accessible toilet facilities.
Disability awareness and equality.
Standards in care and services.
Welfare benefits.

SCI-specific issues

Accessing beds in SCI Centres.
SCI awareness in district general hospitals.
Community care for SCI people.
Outpatient services at SCI Centres.
Preserving and developing SCI Centres.

These issues formed the foundation of SIA’s
first Campaigning for Change manifesto, giving
structure and focus to our campaigning work
between 2005 and 2008. SIA’s campaigning
activity over this time included:

• Preserving and Developing the National SCI
service, including:
> Access to SCI beds and Outpatient

services at SCI Centres.

• SCI Awareness in district general hospitals

• Welfare Benefits, including:
> Winter Fuel Payments for disabled people

under 60.

• Community care for SCI people, including:
> Continence Supplies.
> Individual Budgets.
> Independent Living Funds.
> Continuing Health Care Funding.
> Standards in care and services.

• Accessible toilet facilities

• Disability awareness and equality, including:
> The UN Convention on the rights of

persons with disabilities treaty.

• The formation of a Campaigning for
Change Action Group.

Developing the manifesto

In 2006 and 2007 SIA held a series of regional
meetings with local members in Maidenhead,
Liverpool, Newton Ayecliff and Peterborough.

These meetings were designed to gather
concerns from members across the country so
that we could feed them into our campaigning
strategy. The main issues were identified as:

• The need for information, peer support and
mentoring regarding SCI people returning
to work. SIA now has a full time
Employment Officer.

• Welfare Benefits and Reforms.

• Disability Awareness.

• Individual Budgets, Direct Payments and
Community Care Services.

• Accessible toilets.

• Access to buildings and services.

• Access to the countryside.

• The Disability Equality Duty of public
bodies.

• Equipment and wheelchair provision.
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Campaigning for Change
survey 2008

In 2008 we conducted a further survey of our
membership to see if their priorities had
changed. The survey was conducted via SIA’s
website and the membership magazine,
forward. We had a remarkable response with
829 individuals completing the survey.
They confirmed that SIA should still be
focusing on:

• Access to buildings and services.

• Accessible toilets.

• Community Care for SCI people.

• Winter Fuel Payments for disabled people
under 60.

• Disability awareness and equality.

The SIA members who took part in the survey
also identified some new priorities:

• Public Transport and Taxi provision.

• Blue Badges (abuse and enforcement).

• Equipment.

Additionally, in 2007- 2008, as part of the
‘Ageing with SCI’ project, a survey was
undertaken to examine how the needs of SCI
people changed with increasing age. The first
results from the survey were presented at the
2008 AGM and conference in Sheffield.

Some of the issues identified included:

• Transition paths to different modes of care
as spouses/carers age.

• Extension of continuing care at home for
paraplegics as they become less able to
care for themselves.

• Provision of suitable care if SCI people
need to transfer to residential homes.

SIA will be conducting further work to develop
a comprehensive strategy in this area.

SIA’s Governing Council and Public
Affairs Team have drawn up this
manifesto, using feedback from the
surveys and the regional meetings, to
direct the organisation’s Campaigning
for Change strategy for 2009 - 2011.
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Campaigning for Change
strategy 2009 - 2011

SIA will continue to campaign on:

• Preserving and developing the National SCI
service.

• Access to buildings and services and
accessible toilets (combined).

• Community Care for SCI people and SCI
awareness in district general hospitals.

• Welfare Benefit Reform and Winter Fuel
Payments for disabled people under 60.

• Disability Awareness and Equality.

SIA will also introduce one or more new
campaigns each year during the period 2009 -
2011. These will be selected from the following
identified priorities:

• Public Transport and Taxis.

• Blue Badges (abuse and enforcement).

• Equipment and Wheelchair provision.

• Development of a strategy to tackle the
issues raised by the ‘Ageing with SCI’
survey.

These campaigns will be conducted along the
lines outlined on pages 6 to 16, depending on
changing political circumstances.
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Part 1: SIA’s Ongoing
Campaigning Activity

1.1 Preserving and Developing the National
Spinal Cord Injury (SCI) Centre Service

The National Spinal Cord Injury (SCI) service
comprises the NHS SCI Centres in England
and one each in Northern Ireland, Scotland and
Wales. An SCI Centre should be a centre of
excellence with appropriate facilities and
trained staff to manage SCI people from the
acute stage, through rehabilitation, return back
into the community and the provision of
specialist health care support for life for those
with paraplegia (paralysis of the lower limbs)
and tetraplegia (paralysis of all four limbs).

SIA believes that within 24 hours of diagnosing
SCI, the injured person should be referred and
admitted to an SCI Centre, if no medical
complications prevent this happening.
However, this may not always happen for the
following reasons:

Capacity

The proportion of people surviving SCI, often
with more complex injuries, has increased
whilst the number of specialist SCI beds has
not. In 2006 - 2007, 4% of the available beds
were not open due to lack of funding.
The majority of the beds in SCI Centres are for
the management of new injuries and bed
availability to re-admit people for ongoing
medical management or further rehabilitation is
limited. A recent survey indicated that 20% of
SIA members had never attended a specialist
SCI Centre.

National Model

There are no established pathways for referral
of patients with new SCI to specialist SCI
Centres. Across the SCI Centres, there are
variations in approach to the clinical
management, length of stay target, desired
discharge locations and in the facilities and
services available on site.

Funding

All SCI Centres have seen reductions in their
budgets to meet the cost pressures on the
NHS Trust where the SCI Centre is sited.
This has led to reductions in staffing and
facilities and constrained service
developments. Financial transparency and
consistency in commissioning practice is
required and is under development at present.

Statistics

No National statistics are available on the
incidence or prevalence of SCI. Limited
information is available to assess those of us
gaining access to specialist SCI services and
little information can be sourced to assess the
needs of people with SCI under the
management of other healthcare services.
With no national database of compatible
computerised patient records, the monitoring
of standards of care, outcome measures and
service developments are compromised.

Location

For historical reasons, most of the SCI Centres
are sited away from the main centres of
population. Several areas of the country are far
from an SCI Centre and some SCI Centres are
well below capacity for the populations they
serve.

Two-year project

SIA has embarked on a two-year programme
to establish the exact status of the National
SCI service and a comprehensive report will be
produced in Spring 2009. The purpose of the
project is to:

• Examine the evidence-base required to
support the SIA Strategy and Model of
Care, through investigation of existing
clinical service delivery and commissioning
practice.

• Establish a national collaborative network to
design and implement consistent, evidence-
based working practices for Specialist SCI
Services, in line with recommendations from
the Darzi Review, the Carter Report and
other statutory requirements.

• Provide evidence to support and influence
the work plan of the newly-formed All Party
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Parliamentary Group on Spinal Cord Injury
in order to inform and influence Department
of Health Ministers and Department of
Health civil servants.

SIA activity in support of this programme has
so far included:

• Talks with relevant Government Ministers.
• Lobbying at main political party

conferences in 2006 and 2007.
• Initiation of a highly-successful Early Day

Motion (EDM) in the 2006 - 2007 Parliament
signed by 253 MPs and Lords and placed
eighth out of the 2,359 EDMs.

• A Fringe Meeting at the 2008 Labour Party
Conference.

• Establishment of the first All Party
Parliamentary Group on SCI in 2008.

For more information on the work of the
All Party Parliamentary Group on SCI please
visit our website, www.spinal.co.uk

DESIRED OUTCOMES

Capacity

• An increase in specialist SCI bed numbers
is needed to allow all newly-injured SCI
people specialist treatment at an SCI
Centre and the choice to return to their
specialist centre for ongoing treatment
rather than being limited to non-SCI
specialist hospitals.

National Model

• A National Model for SCI Centres and
pathways of care should be developed in
line with SIA’s model.

Funding

• The Department of Health should establish
a single body to monitor, evaluate and fund
the SCI service.

• Funding should be transparent and
reported on at a commissioning and
hospital level so it is clear how each SCI
Centre is funded.

Statistics

• A national database should be established
for the collection and dissemination of
information on the incidence and
prevalence of SCI across all NHS services.

• Patient records should be electronically
compatible between SCI Centres.

Location

• New SCI Centres must be developed in the
geographical locations where they are most
needed. They should only be established
within University Hospitals, with a medical
school, where the full range of medical
specialties is available.

1.2 SCI Awareness in District General
Hospitals

In the 2008 Campaigning for Change survey
75% of respondents said they had received
treatment at some time in a hospital other than
an SCI Centre, of which 39% rated the
treatment they received as either POOR or
VERY POOR. 80% of this group gave lack of
SCI awareness as a reason or they identified a
specific SCI medical care issue, such as
bowel, bladder or skin care, as the reason for
giving a poor or very poor rating.

Where possible people with an SCI should be
admitted to an SCI Centre when they require
hospital treatment and SIA will continue to
campaign for this as part of its campaign to
Preserve and Develop the National SCI Centre
Service. However, when this scenario is not
possible or an SCI person chooses to be
treated in a hospital other than an SCI Centre,
then the nursing staff should be aware of the
care needs of an SCI person. In 2008, SIA
appointed a full-time Training Officer, who is
tetraplegic, to undertake visits to district
general hospitals to raise their awareness of
what it is like to live with a spinal cord injury.
Hearing about such lived experience first-hand
can have a profound effect on nursing staff.
The hope is that they will then be more
conscious of their need to seek specialist
training to deal with patients who have an SCI.

SIA has also joined the ‘Skin Breakdown
Campaign’ which aims to raise the level of
good practice and the research effort on skin
breakdown.
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SIA believes that:

• If a person needs treatment relating to their
SCI they should be treated at an SCI
Centre.

• If a person needs treatment not related to
their SCI and is treated in a district general
hospital they should have their care
delivered in line with the best practice of
SCI Centres. The hospital should liaise with
an SCI Centre to ensure this best practice
is delivered.

DESIRED OUTCOMES

• That the care for SCI people admitted to a
district general hospital is in line with the
best practice of that of the SCI Centres
and, in time, in line with the new National
model for SCI care.

• To have at least one member of the nursing
staff at every district general hospital
trained in SCI care.

1.3 Winter Fuel Payments for Disabled
People under 60

SIA believes that Winter Fuel Payments should
be extended to disabled people under 60
years of age who require extra heating to
manage their condition in cold weather.
SIA joined the Fuel Poverty Coalition and have
tabled a number of Parliamentary Questions
on the issue.

In August 2008 SIA played a lead role in a 15-
minute headline story on this issue on both the
lunchtime and evening bulletins of Channel 4
News. SIA member, Michael Rakauskus, was
interviewed at home and told how he and his
wife often went without a hot evening meal
because they had a stark choice of heating or
eating. SIA Executive Director, Paul Smith, was
interviewed live and stated that SIA strongly
disagreed with the Government’s claim that
the extra cost of heating was covered by the
Disability Living Allowance (DLA).

DESIRED OUTCOMES

• Government makes a separate winter fuel
payment to all SCI people (as per the
winter fuel payment to older people).

• SIA will continue to press the Government
on the claim that DLA covers extra heating
costs and will join with other disability
organisations campaigning on this issue
until the extra cost of heating, for those
disabled people who require it to stay
healthy, is fully met via the benefit system.

1.4 Continence Supplies

SIA has been one of the lead organisations in
the Urology Users Group Coalition. Following
the Government review of Part IX of the Drug
Tariff, the group has campaigned to maintain
the status quo of the provision of Continence
Supplies in the community. The final report is
due out at the end of 2008.

DESIRED OUTCOMES

• Every person with an SCI has free and fit-
for-purpose Continence Supplies to enable
them to manage their condition properly.

• Eliminate the postcode lottery for the
provision of continence supplies.
For example, incontinence sheets are
available free in some areas and have to be
purchased privately in other areas.

1.5 Accessible toilet facilities

The Government has published a strategic
guide called Improving Public Access to Better
Quality Toilets aimed to encourage councils to
consider a range of ideas and actions to boost
the availability and quality of public toilets.

This includes:

• A mobile text scheme which sends
immediate information on your nearest
toilet and opening times.

• Community Toilet Schemes where local
shops and businesses are paid by councils
to allow public access to their toilets.
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• Councils levering in more money from
developers, through the planning system, for
public toilet provision.

• Removing an inconsistency in the law which
may help councils to raise additional money
to enhance toilet provision.

• Planning more strategically to provide more
and better toilets.

The Guide recognises the benefits for disabled
people if the standard and number of public
conveniences are raised and makes it clear that
those owned and run by local councils should
remain at the heart of provision. By using
existing and new powers, councils can rethink
their whole approach to public toilet access and
ensure good-quality provision.

SIA will be actively encouraging and supporting
its members to lobby their local councils to
implement the recommendations in the
strategic guide. This will raise standards and
provide more accessible public toilets in their
area.

SIA recognises that some SCI people require a
larger-than-average accessible toilet, with
additions like a changing area and hoist.
As such we support the ‘Changing Places’
campaign which is lobbying for this extra
provision.

SIA will also be working with the British Toilet
Association which has been set up to campaign
on this issue.

DESIRED OUTCOMES

• That all public toilets are accessible to
wheelchair users and others who need such
facilities. Where these facilities are not
available clear sign posting, or alternatives
such as a text service, to nearby accessible
facilities or information should be as outlined
in the Government’s guide.

• Every Local Authority implements the
recommendations laid out in the Improving
Public Access to Better Quality Toilets
strategic guide and builds at least one larger
‘Changing Places’ type toilet in its area.

• There is adequate provision of unisex
accessible toilets for people who require the
assistance of a carer or PA of the opposite
sex.

1.6 UN Convention on the rights of persons
with disabilities treaty

SIA is a member of the UN Convention
Campaign Coalition (UNCCC) which is lobbying
the UK Government to ratify the UN Convention
on the rights of persons with disabilities treaty,
without reservation. SIA supported a UNCCC
fringe meeting on this issue at the 2008 Labour
Party Conference.

DESIRED OUTCOMES

• The UK Government to ratify the
Convention with NO reservations.

• When ratified, SIA to use the rights set out
in the articles of the convention to give
leverage to our campaigning activity.
For example, Article 25, paragraph (b) on
Health states: Provide those health services
needed by persons with disabilities, specifically
because of their disabilities, including early
identification and intervention as appropriate,
and services designed to minimise and
prevent further disabilities, including among
children and older persons.

This is clearly not the case for 20% of
people acquiring an SCI, who never gain
access to a specialist SCI Centre.

1.7 Welfare Benefits

In the 2008 Campaigning for Change survey:

• 49.7% of responders answering the
question ‘Would you say that you are reliant
on Welfare Benefits?’ answered YES.

• 35.3% of responders answering the
question ‘Are you aware of the proposed
Government Welfare Reforms?’ answered
YES.

• Of the 35.3% responders answering yes to
the above question, 38.4% indicated that
they were worried about how the reforms
might affect them, whilst a further 28.8%
said that they were not sure how the
reforms would effect them.
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The three main concerns people had were:

> Loss of Benefits and Income.

> Forced into work.

> Lack of information.

To counter the lack of information and
understanding on proposed Government
Welfare Reforms, SIA has produced a
factsheet on the Jobseeker and Extra Support
Allowance which will eventually replace
Incapacity Benefit. SIA will continue to monitor
the Government’s strategy on reforming
Welfare Benefits and respond to consultations
on the issue.

To take full advantage of the Government’s
agenda to assist disabled people back into
work, SIA has appointed a full-time
Employment Officer who gives financial advice
about returning to work such as Benefit
thresholds, Working Tax Credits and Permitted
Working hours or earnings.

DESIRED OUTCOMES

• SCI people who wish to work are given
access to the full range of support available
to accomplish their ambitions.

• SCI people who are unable to work have
access to adequate benefits to keep them
out of poverty and able to live a full and
worthwhile life.

• These benefits are linked to inflation.

1.8 Community Care

SIA will monitor closely the impact of the
Government’s latest initiative in Social Care
namely Individual Budgets (IBs). The main
principal behind IBs is to give people more
control over their lives by:

• Having all relevant funding streams relating
to managing their care and support under
one budget. This may include Local
Authority money (including direct
payments), Access to Work support,
Disabled Facilities Grants, Independent
Living Funds, etc.

• Giving the power to individuals to use the
money in their ‘budget’ as they wish to
enable them to participate fully in society.
SIA was a member of the IBs User-led
Organisations Focus Group. This was set
up as part of the monitoring system for the
Government’s IB pilot scheme, which had
been rolled out over 13 Local Authorities in
2007 - 2008. In October 2008, the
Government produced its report on the
pilot schemes which highlighted a number
of concerns:

> Despite the intention that IBs should
include resources from different funding
streams, staff experienced numerous legal
and accountability barriers to integrating
funding streams especially, Independent
Living Funds, Access to Work support
and Disabled Facilities Grants.

> Frustration that NHS resources were not
included in IBs.

> The assessment process to define how
much money is placed in a person’s IB
called the Resource Allocation System,
is seen by many as too simplistic. It relies
on points to define a score which in turn
relates to a sum of money. However it
takes no account of the fact that people
hire and pay for support services by the
hour and at various rates.

> If individuals are to be truly in control of
their care and support needs, a change
of culture is needed in the delivery of
local authority community care with
suitable training required for staff
implementing IBs.

SIA will also be responding to the
Government’s ‘National Debate on The Future
of Care and Support’ and any future
consultations relating to community care.

Another area of community care that is a
concern, is charging for services. SIA is a
member of the Coalition on Charging.

The Coalition on Charging is a group of 18
organisations representing disabled people,
older people and carers who require
community care support. In June 2008 the
Coalition produced a report called Charging
into Poverty?
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The report recommended that a thorough
review of the impact of charges be undertaken
from 2008. The report’s findings also
suggested the need for immediate and/or
interim improvements in three other areas:

• The way disability-related expenditure is
assessed.

• Local authority process issues.
• The contribution care services could make

to delivering national policy goals in relation
to inclusion, wellbeing, equal citizenship
and reducing poverty.

In 2008, SIA sent out a comprehensive
information pack on Continuing Healthcare
Funding to all its members with a high-level
injury to enable them to consider the option of
having their care and support provided
through this non-means-tested funding.

DESIRED OUTCOMES

• SCI people, who are already accessing
Direct Payments and/or Independent Living
Funds, continue to maintain their level of
funding and support as new options are
rolled out.

• SCI people who wish to access these new
options are given proper funding and
support to manage their condition.

• The recommendations laid out in the
Charging into Poverty? report to be put in
place.
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Part 2: SIA’s additional
campaigns 2009–2011

2.1 Taxis

SIA has been asked to sit on a task group to
set standards and guidelines for taxis able to
carry a wheelchair user in their wheelchair.
Currently there are no statutory guidelines for
vehicle specification or driver training.
Some common problems encountered by
wheelchair users are:

• The type of vehicle used for taxis differs
across the country.

• The amount and availability of wheelchair-
accessible taxis differs from area to area.

• Often, drivers have no disability awareness
training and/or are unaware how to operate
equipment like ramps, clamps, etc.

• This equipment is often in poor working
condition or has been mislaid and is not
with/in the vehicle.

• Wheelchair-accessible vehicles licensed by
Local Authorities may not be of a suitable
specification.

• There is no standardised complaints or
enforcement procedure for bad service.

DESIRED OUTCOMES

SIA will be pressing for improved and
compulsory driver training which will ensure:

• Drivers have a better understanding of the
needs of their disabled passengers.

• Drivers are able to operate and maintain
equipment properly.

SIA will also be pressing that via the licensing
system:

• All vehicles working from official taxi ranks
have to meet a minimum standard that
enables them to carry a passenger safely in
their wheelchair.

• Wheelchair-accessible vehicles are
provided with side access from the kerb
side, to provide direct access to the
pavement.

• The built environment which is used for taxi
ranks is suitable to allow easy and safe
access for wheelchair users to the taxi,
such as raised platforms at taxi ranks.

• There are sufficient wheelchair-accessible
taxis working away from a taxi rank to
ensure that disabled people can obtain a
vehicle that meets their needs.

• The level of accessible vehicles should be
greater than those not capable of carrying a
wheelchair user seated in their wheelchair.

• Taxi operators have a duty to provide an
equal service for disabled and non-disabled
people.

• There is a standardised, enforced
complaints procedure across all Local
Authority areas.

• Taxi operators refusing to provide a service
to disabled people are suitably punished to
deter repeat offences.

2.2 Blue Badges (Abuse and Enforcement)

SIA gave a comprehensive reply in 2008 to the
Government’s consultation of reforming the
Blue Badge system. SIA’s main
recommendations were:

• The eligibility criteria should be in closer
alignment with that used for the Higher
Rate of the mobility component of Disability
Living Allowance (DLA).

• The rules governing parking on yellow lines
and on-street parking should remain and
Local Authorities should NOT be allowed to
apply local variations.

• There is no justification for different areas of
London to apply the rules differently.

• There should be a national framework for
sharing Blue Badge data between issuing
authorities, with on-street enforcement
agencies.

• There should be new technology features to
the Blue Badge such as a machine-
readable badge that can be read by local
authority hand-held devices.

• Parking enforcement officers should be
given a legal power (like the police) to
remove misused badges on the spot.

• Operators of off-street parking who
recognise the Blue Badge as entitlement to a
disabled parking space, such as
supermarkets, and who are registered with
the local authority, should be able to exercise
the same powers as traffic enforcement
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officers can with respect to on-street parking.
• Local authorities should be able to charge

more than the existing £2 maximum badge-
issue-fee.

• The integrated planning process should
recognise the needs of Blue Badge holders
using personal transport from the start of
scheme planning to ensure proper parking
provision.

• The Blue Badge scheme must be
considered as a National scheme with
eligibility based upon standard criteria.
The administration should be undertaken by
a central issuing body that works within
agreed policies and procedures to ensure
consistency, uniformity and equity.

In October 2008 the Government produced its
response to the consultation in a strategy
document entitled Comprehensive Blue Badge
(Disabled Parking) Reform Strategy (England).

SIA welcomes the following points laid out in
the strategy:

• Assessments to be done by independent
assessors and taken out of the remit of
GPs. However, it is essential in SIA’s view
that these assessors be appropriately
qualified and experienced to consistently
determine the eligibility criteria.

• The rules governing parking on yellow lines
to remain the same.

• London boroughs that apply different rules
to produce evidence to support any
exemptions to the national scheme.

• The intention to continue to improve and
enhance security features of the badge.

• The commitment to get local authorities to
share data.

• Support the British Retail Consortium to do
more to tackle disabled parking abuse in
their members’ off-street car parks.

• Enable local authorities to charge a Badge
application fee (which has remained
unchanged at £2 since 1983) that more
appropriately covers costs. It is estimated
that the average cost of producing a badge
in 2008 is £12.

SIA is disappointed that the strategy has not
included the following points:

• The eligibility criteria to be brought in line
with that for the Higher rate of the mobility
component of DLA.

• The scheme to be centrally administrated.
• Parking Enforcement Officers to be given a

legal power, like the police, to remove
misused badges on the spot.

• A commitment to make the integrated
planning process recognise the needs of
Blue Badge holders using personal
transport from the start of scheme planning,
to ensure proper parking provision.

• A firm commitment to remove the ‘London
anomalies’ if the local authorities concerned
cannot produce evidence to support their
case.

SIA has representation on the Joint Committee
on Mobility for Disabled People (JCMD).
Through this coalition and our own channels
we will monitor the Government strategy to
ensure that it is implemented. We will also
lobby Government to implement the additional
recommendations above.

SIA will support the ‘Bay Watch’ campaign set
up to ensure proper parking provision is made
for Blue Badge Holders at off-street private
sites, such as supermarkets, and that this
provision is enforced and policed.

DESIRED OUTCOME

• That the Government’s strategy for
reforming the Blue Badge system is
enforced and a further commitment is made
to implement the additional points
highlighted by SIA.
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2.3 Equipment and Wheelchair provision
(including seating and cushions)

Wheelchairs

In the SIA Campaigning for Change survey,
conducted in 2008, 17.3% of responders
commented on two questions relating to
wheelchairs:

• How happy would you say you are with
your current wheelchair(s)?

• Overall were you happy with the
assessment, choice on offer and provision
of your wheelchair?

Of those responders 57.4% indicated that they
had:

> been given an unsuitable wheelchair
> they were uncomfortable in their

wheelchair
> they were experiencing problems such as

repairs and breakdowns.

37.8% commenting on the above questions
highlighted choice and assessments as being
a problem and some 10% had to make
alternative provision, including one person who
bought a wheelchair off the e-bay online
auction site.

Other major areas of concern highlighted by
those leaving comments on the wheelchair
services were:

• Waiting times (too long).
• Voucher inadequate or wheelchair too

expensive.
• Poor assessments.

77.5% of responders said they were either
‘VERY HAPPY’ or ‘HAPPY’ with their current
wheelchair and 76.5% of responders said that
they were either ‘VERY HAPPY’ or ‘HAPPY’
with the assessment, choice on offer and
provision of their wheelchair.

Although overall approximately three-quarters
of responders seemed happy with their
wheelchair, a postcode lottery still exists for
many people.

Equipment

When asked ‘If you have accessed an
Equipment Service recently how do you rate
that service?’ responders to the questionnaire
gave the following response:

• Good 32%.
• Satisfactory 44%.
• Bad 24%.

The following areas were identified as bad
examples of the service:

• Waiting times (too long).
• Wrong equipment.
• Lack of information/help.
• Communication.
• Funding.
• Poor choice.
• Maintenance and repairs.

SIA has responded to many Government
consultations on both the equipment and
wheelchair services and will continue to lobby
for these services to be ‘fit for purpose’ for
SCI people via its seat on the Joint Committee
on Mobility for Disabled People (wheelchairs)
and our own channels. SIA will be pressing the
Government to eliminate the postcode lottery
that exists by:

• Having more centralised services run by
Strategic Health Authorities to ensure that
Equipment and Wheelchair services are
given adequate funding and staff time and
not just regarded as an NHS ‘Cinderella
Service’.

• Providing the right equipment and
wheelchairs (including seating and
cushions) to meet the needs of the user.

• Setting assessment times which are
target-driven.

• Providing an efficient, self-referred, free
repair service in every area.

• Ensuring the voucher system is designed to
cover all the costs of a wheelchair,
including breakdown and repair costs, that
fully meet the users’ needs, in all areas of
the country.

• Insisting equipment, wheelchair and seating
assessments done by SCI Centre
professionals are accepted by local /
regional assessment services.
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In 2008 the Government started to roll out pilot
programmes to trial a new model of delivering
equipment and wheelchair services. SIA will be
closely monitoring this situation.

DESIRED OUTCOME

• SIA’s recommendations are implemented.

2.4 Public Transport

SIA will join with other Disability Organisations
to press for all buses, coaches and trains to be
made fully accessible for disabled people
before the deadline of 2020 set out in the
Disability Discrimination Act 2005 (DDA).

In some areas some or all of the Public
Transport system is already accessible, yet SIA
has evidence that people have been denied
access to it due to:

• Lack of staff training and awareness.
• Equipment failures.
• Poor communication across the rail

network. For example, with the provision of
booking assistance.

DESIRED OUTCOMES

• All public transport becomes fully
accessible to all, before the deadlines set
out in the DDA.

• Public transport providers set out clear
plans in support of the above.

• Where public transport is already
accessible, disabled people should be able
to use it.

2.5 Ageing with SCI

SIA will develop a strategy to identify where
action is required to ensure that the additional
needs of ageing SCI people are recognised
and will initiate campaigns, in conjunction with
other bodies where appropriate, to achieve
satisfactory solutions that meet those needs.

DESIRED OUTCOME

• That ageing people with SCI are provided
with appropriate support so that their
changing needs are recognised and
provided for.

• That ageing SCI people maintain as much
independence and control as they wish for
as long as possible.

3127582



Joint Working
(Coalitions & Partnerships)

It is clear that SIA will not be able to tackle all
of the issues laid out in the Campaigning for
Change manifesto alone. We will, therefore,
seek to work with disability and other charities,
groups and organisations who are
campaigning on the same lines. At the time of
publishing, SIA is involved in partnership
working with the following charities, groups
and organisations:

Preserving and Developing the National
SCI service

• British Association of Spinal Cord Injury
Specialists (BASICS).

• Multidisciplinary Association of Spinal Cord
Injury Professionals (MASCIP).

SCI Awareness in General Hospitals

• The Skin Breakdown Campaign.

Winter Fuel Payments for Disabled People
under 60

• Fuel Poverty Coalition.

Accessible Toilet Facilities

• Changing Places.
• The British Toilet Association.

Community Care

• The Coalition on Charging.

UN Convention on the rights of persons
with a disabilities treaty

• UN Convention Campaign Coalition
(UNCCC).

Blue Badges (Abuse and Enforcement)

• Joint Committee on Mobility for Disabled
People.

• Bay Watch.

Wheelchair and Equipment provision

• Joint Committee on Mobility for Disabled
People.

European Spinal Cord Injury Federation

SIA is also a member of the European
Spinal Cord Injury Federation (ESCIF) which
represents 19 countries across Europe.
The vision of the Federation is to improve
the quality of life of people living with spinal
cord injury in all parts of Europe.

Campaigning for Change Action Group

SIA has formed an Action Group for SCI
people wishing to:

• Receive information on SIA campaigning
activity.

• Take an active part in local and national
campaigning.

• Assist SIA in responding to
consultations.

To join the Campaigning for Change Action
Group contact SIA House and ask to speak
to a member of the Public Affairs Team.

Advocacy Service

SIA’s Advocacy Service campaigns for
members’ rights on an individual basis.
The service provides us with evidence and
case studies to support our manifesto work,
and identifies trends that may lead to new
campaigning activity in future.
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