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WHY CAMPAIGN? - BEHIND THE ISSUES

This publication is intended to highlight issues in relation
to the Disabled Facilities Grant. Hopefully it will show
how, what seems to be very personal individual
concerns, are in fact more related to policy than to any
one individual and his/her particular circumstances. But
this is not enough.

Behind these issues is where this campaign began.
There were, and still are, families of disabled children
who felt that there was no way out, no way forward, no
hope. This is why there is a campaign. Families have
suffered and are suffering, their quality of life is affected,
as is that of their disabled children and siblings, and
other family members are suffering as a result.

Many families have tried to overcome the difficulties
created by this grant process, but often their efforts have
resulted in them being worse off. If parents try to
increase their income, even by a relatively small amount,
they are penalised under this grants process by having
to make increased contributions towards the cost of
home adaptations. Small additions to income result in
relatively much larger increases in contributions.
Families are caught in a trap.

Very often there are delays and prolonged waiting times
leading to increased stress and hardship for families.
Sometimes there are not enough occupational therapists
to carry out assessments, delays simply due to
bureaucracy, or prolonged time scales in relation to
planning permission and/or building control procedures.



Sometimes the only way out for some families is to
abandon the whole process because of the delays or
bureaucracy or because they genuinely cannot afford to
pay the assessed contribution. Some families even have
to take out loans or additional mortgages to help pay for
adaptations. These increased costs create even more
pressure on families who are often already
overburdened with the additional costs that caring for a
disabled child incurs.

In all of this, a grant to help make a home safe and
accessible may seem far away. It was because families
are missing out on this fundamental right, and the
benefits of having a safe accessible home, that the
campaign was born to bring such a right nearer home.
Families have suffered enough. It is up to us to make
this a reality sooner rather than later.



INTRODUCTION

Homes Fit For Children saw the light of day in 1997 in
response to the damage inflicted by the Test of
Resources (an integral part of the Disabled Facilities
Grant procedure) on families who had disabled children.
The Disabled Facilities Grant is intended to make the
home of a person with a disability suitable for his/her
needs. At that time, the former director of Care and
Repair (England) brought thirty groups working with
disabled children, housing and grants, together and they
set up the campaign.

In 1998 the campaign grew and funding became
available to meet some of the running costs as a result
of profits made on an adaptations course. At this point it
was recognised that there needed to be parents of
disabled children involved in the campaign if it was
going to be really effective. The Joseph Rowntree
Foundation, a leading social research organisation, and
an anonymous donor provided further funding which
enabled the travel costs of parents to be met.

Involvement increased in 1999 when parents and
interested individuals who, along with the researchers,
voluntary groups and charities, made up a formidable
steering committee. This unique combination of differing
perspectives has managed to bring the campaign
forward with a clear focus on the child. The interests of
different regions — Wales, Northern Ireland and England
— are all reflected within the committee. Scotland has
different legislation.
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As a result of a series of meetings in London and
Birmingham throughout 1999, an agreed policy and
objectives emerged, reflecting all the interests of those
involved. After much discussion it was established that
rather than seek changes to the Test of Resources to
make it fairer, as originally planned, the focus should be
on the disabled child and not the parent/s. It was felt that
it would be too difficult and long drawn out to try and
abolish the means test, so MEANS TEST THE CHILD
became the campaign’s slogan. More recently, based on
further legal advice and with some powers now devolved
to Wales and Northern Ireland, it was felt that changes
in legislation could be easily made so the emphasis
changed to “no means test for families with disabled
children.”



DISABLED FACILITIES GRANT

Homes Fit for Children is a campaign focused on
disabled children, their families and the right to an
accessible home. Many of these families have been
struggling for years to attain a reasonable quality of life,
sometimes against intolerable and overwhelming
pressures.

Some families have been struggling to try and access
the very grant (Disabled Facilities Grant) which could
help towards a better quality of life for their disabled
child. The campaign wants to help remove this struggle
— in the field of accessible housing — while at the same
time acknowledging that families still must strive to
access what often are basic human rights.

There is a grant — the Disabled Facilities Grant —
which is supposed to help families adapt and make their
homes fit for disabled children. This grant is mandatory,
in other words it has to be paid out if an occupational
therapist assesses that there is a need for adaptations
for the disabled person and a housing officer agrees that
what is proposed is reasonable and practicable. It is not
a discretionary award where it is left to some individual
or authority to decide if the grant should be paid out, as
is the case with some other grants. However, sometimes
this grant is still inaccessible.

A Test of Resources, the tool by which applicants are
means tested, is fundamentally flawed. It does not take
into account true income and expenditure, nor is there a
real recognition of the additional costs of disability. In
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other words, the Test of Resources failed to be a true
test. Families whose income is just above the benefit
criteria, or a little more than this, missed out and as a
result so did their children.

The Test of Resources is carried out on the disabled
person, if that person is an adult. This seems to
acknowledge that it is the person with the disability for
whom this benefit is meant. However, in the case of a
disabled child, it is the child’s parent/s who are means
tested.

There will be those who will argue that if families of
disabled children are not means tested this will mean
richer families will also benefit. However, the voice of
one of the parents involved in the campaign clearly is at
odds with this comment: “As a parent of a disabled child,
and having listened to other parents, | certainly would
refute this.

“Any parent who could afford the adaptations would pay
for them rather than go through all this procedure; very
long waiting times for occupational therapists’
assessments, costings, counter costings and all the
bureaucracy and red tape associated with this benefit.”

DLA for disabled children is not means tested nor should
the Disabled Facilities Grant. There would be substantial
savings in administration if there were no means test.

Parents certainly have a responsibility towards their
children, yet they are already saving public money by
providing generally excellent care for their children at



home. Government could support families more by
making adaptations more readily.

For too long, disabled children and their families have
been ignored. They have been denied basic human
rights. In an era where the voice of the people is
supposed to be central to government policy there is no
better time to act.

The families may keep on striving. The campaign will try
and remove the struggle but is up to you to give
disabled children and their families the rights and
respect they deserve.

There are laws and regulations that impact on most
areas of our lives. For most of the time we would agree
that these are necessary and indeed beneficial.
However, sometimes the very rules and regulations that
are meant to help certain people, in reality, frustrate and
prevent them from accessing what are in fact their
rights.

Families of disabled children know only too well how
inaccessible housing causes great difficulties for all
family members. Everyone needs space. When you are
disabled you need more space to store equipment and if
you have a physical disability, more space to move
around. Children (especially disabled children) need
additional space; they need room to play, to grow and
develop and space that meets their changing needs.

Access is also very important. There are problems
everywhere: getting in and out of a house; getting
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through doors; plugs and light switches fitted at the
appropriate levels; shower and toilet facilities that can be
easily used, and so on. Sometimes specialist equipment
is needed. Disabled children are just like other children
and need to be able to prepare and cook meals as they
grow older. Of course, an appropriate heating system is
essential.

These facilities, just outlined, are the areas that need to
be addressed if a disabled child is to live safely in an
accessible home. Adaptations range from slight
modifications to a property to extensive work such as an
extension, a specifically designed bathroom and toilet,
lifts, and include items such as ramps, specialist
equipment and redesigned exits, entrances and interior
doors.

As a community we often take it for granted that if there
are laws we presume that everyone will benefit from
them. So naturally we think if housing authorities have a
mandatory grant system to assist disabled people then
this is what they do. In many cases this is true.

However, attached to many acts/orders are regulations
which carry as much weight as the main legislation but
which often add on extra criteria.

Therefore, on the one hand we have housing legislation
which assists disabled people to live in safe accessible
homes but the regulations state that this is subject to a
means test (Test of Resources) on the parents of
disabled children. In other words, disabled children do
not have a right to a safe accessible home as they have



a right to a free health and medical service and as they
have a right to disability benefits appropriate to their
needs in relation to disability, not income.

Disabled children do not have this right, even though an
occupational therapist has assessed that the need for
adaptations exists. An occupational therapist has been
trained and educated to assess this type of need, yet it
seems as if their assessment is being ignored.

It appears that “ability to pay”, or perceived ability to pay,
is more important than real need and rights. So many
families miss out as a result. Unlike disabled adults, who
are subject to the means test, it is the parents of
disabled children who are means tested. If disabled
children were subject to the means test, then very few, if
any, would face having to make contributions.

Yet primarily the adaptations are for the disabled child,
just as they are for the disabled adult. An unfair,
inaccurate means test results in many parents being
forced into debt, or to continue to live in conditions that
are inappropriate for themselves, their family and
particularly their disabled child.

15
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BACKGROUND TO THE CAMPAIGN

Several organisations have been to the fore in this
campaign, including HoDis, Contact a Family (Wales,
UK and NI), Family Fund Trust and the Family
Information Group, to name a few. Some other
individuals have taken on the fund raising task to ensure
the campaign has enough resources.

However, there are others too who are key to this
campaign, including researchers, parents of disabled
children, organisations both large and small working in
both the statutory and voluntary sectors, as well as
individuals. Members of the Steering Committee have
helped develop these links in the various regions.

Every opportunity has been taken to bring this issue to
the fore. Whether it has been through general housing
seminars involving HoDis, by Joseph Rowntree
Foundation funded research, or specific seminars
hosted by Contact a Family (Wales) or the Family
Information Group in Northern Ireland. All this
background work has paid off.

There is now a determination to bring this issue to a
head and a clear focus on the core theme ie families
of disabled children should not be means tested. It is
the view of the campaigners and now the view of those
who administer the grants system in Northern Ireland,
from the housing and health fields, including social
services.



As in Wales, England and now Northern Ireland, this
issue is on the agenda of a number of politicians.
Indeed, in Northern Ireland very recently, the minister
responsible, Nigel Dodds, announced the setting up of
yet another review, this time in relation to the means test
in general.

This came about in response to questions prompted by
campaigners and tabled by three politicians from very
different backgrounds ie the Ulster Unionist Party, SDLP
and Sinn Fein.

In one sense this highlights the importance of the issue,
but on another platform it seems to be ignoring the
recommendations of the current review body. Only the
abolition of the means test on families of disabled
children can be the acceptable outcome of this
campaign, which has gone on too long, not another
review. Publicity for the campaign has been sensitively
handled, with features on “Women’s Hour”, Channel 4,
Channel 9, UTV, BBC Radio Ulster and in the regional
local press.

17



18

LAUNCH 2000

The summer of 2000 saw the official launch of the
Homes Fit For Children campaign. After working in the
background for so long, it was now time to come out into
the open. The campaign had come of age. A public
family launch took place in London, Cardiff, Belfast and
Derry on Wednesday 26 July.

Symbolically, Lego pieces were brought from N Ireland
and Wales to be constructed with Lego in London, as a
visible sign of the different regions working together,
founded on children (thus the use of Lego). A model of
an accessible home was built from the Lego bricks to
signify what the campaign is about.

Publicity for the campaign is needed, but at the launch
and throughout the campaign to date, it has always
been emphasised that there must be a balance to
guarantee sensitivity towards families. For families of
disabled children, these issues are very real and at
times very painful. Families have to be treated with
respect at all times.

At the launch there emerged a clear message that this
campaign is about human rights; the right to an
accessible, suitable safe home for disabled children and
their families. As the Test of Resources denies this right
to some families, because of a failed means test, then it
is only appropriate that it should be rendered void.

Many families, researchers, voluntary groups and
charities now realise this. Indeed, some politicians are



also catching on. There is a realisation that possibly a
degree of discrimination is taking place, discrimination
which is denying parents and children their basic human
rights.

By comparing the lives of those families who have
succeeded in carrying out a programme of adaptations
with those who have not, a very clear picture emerges.
Talking to parents, disabled children and their siblings, it
becomes obvious that suitable and appropriate
adaptations enhance quality of life. Space, access,
safety etc are not privileges; they are necessities of
everyday life. The launch highlighted this. The campaign
will drive this message home.
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THE TEST OF RESOURCES

The use of the Test of Resources (means test) is also
applicable to housing benefits, but not to benefits such
as DLA (Disability Living Allowance). In most cases it is
seen as a method of calculating the minimum amount of
money someone can live on.

It has absolutely nothing to do with quality of life and by
its very nature could not incorporate the many additional
costs incurred in relation to disability, even though in this
case there are supposed to be premiums built in to
address disability needs.

At the core of the means test is the notion of “ability to
pay.” In other words the level of grant is proportionate to
how much money is left over after income and
expenditure is taken into consideration. This may be
appropriate for a means tested benefit but hardly
relevant to a grant towards a safe accessible home.

Furthermore little or no thought went into the structure of
this grant, the criteria for housing benefit was simply
transferred to this grant with no thought given to the
private housing market, and associated costs, nor to
disabled children, most of whom have no significant
income.

Yet everyone has a right to a home that suits their
needs. Disabled children are being denied this right,
through no fault of their own, or indeed their parents. If
you look closely at the structure of the means test you
will see why.



Presently, the means test fails because it does not
realistically reflect the expenditure of families and does
not fully take into consideration the additional costs of
caring for a disabled child. The allowance for housing
costs at £67.08 per week shows how unreal such
allowances are when it costs twice this amount even to
pay a relatively below average mortgage of £80,000,
and what if there are extra endowments, repair costs,
rates etc.

In actual terms, two families with very different outgoings
and yet with the same income, under this current
arrangement, could face very similar estimates of what
they should contribute towards adaptations. This despite
the fact that one of the families has less disposable
income than the other. Outgoing costs are based on
allowances and premiums.

A family, for example, with low mortgage repayments
(perhaps they inherited their home), would be allowed
the same housing costs as a family with a high
mortgage. Yet the family in the higher mortgage bracket
may be assessed to pay a contribution towards
adaptations which they genuinely just could not afford. In
turn, their disabled child misses out as a result.

This shows how the means test is not a true Test of
Resources. It is not a measure of income and
expenditure, nor does it really reflect the spiralling cost
of housing, the additional associated costs, nor indeed
much of the additional expenditure that is now
considered part of our lives in the twenty-first century.
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However, there is one further point that is often missed.
Benefits are associated with a minimum standard of life;
they are often seen as short-term interventions to
support families. When it comes to disabled children, it
is quality of life that needs to be addressed. This is also
true when it comes to children with life-limiting
conditions, but with other disabled children this will be
over a period of years.

If adaptations are about quality of life, then we are really
investing in disabled children and their families. In the
long term, we can expect savings, as disabled children
and their families will not all need the level of services
that they would normally be expected to, as their lives
will be enhanced through this process of adaptations.
Researchers and many families will verify this.

By abolishing the means test also there would be
substantial savings on administrative checks,
verifications, and all the bureaucracy involved in the
present process. It is obvious that any attempts to
modify and change allowances are fraught with
difficulties. It makes common sense in the long term to
simply remove the means test from families of disabled
children now, and live with the short-term increased
expenditure, acknowledging the long-term benefits of
this action.



ADDRESSING THE ISSUES

Before having a brief look at what is happening with
regard to the campaign in England, Wales and Northern
Ireland, it is worth having a closer look at some of the
issues that have been raised as barriers to change,
issues that can be easily addressed by the campaigners.
These issues and barriers are very similar in each of the
areas. However, at the outset we must ask ourselves
some fundamental question.

Do we believe that a disabled child has a right to a safe
accessible home, just like any other child? As a
community and as individuals we have to respond to
this. If we don’t then all the barriers make sense. If we
do then many of the “other issues” are insignificant.

Means Test

With regard to the Test of Resources for Disabled
Facilities Grants for Children, the message in Northern
Ireland, coming from a review body comprising housing
as well as health and social services officers, was clear:

“The Steering group is recommending a change in
Northern Ireland legislation to exempt adaptations for
children from a means test.”

(Fundamental Review of the Housing Adaptations Service)

No ifs, no buts, no mention of any challenges that this
change could create, a simple unambiguous statement.

It has to be remembered that this recommendation came
from a group with vast experience of the adaptations
process and a combined expertise of health, social and
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housing issues who had looked extensively at many of
the problems relating to housing adaptations. A group who
had been guided by criteria from Best Value Fundamental
Reviews, who had included a series of consultation and
comparison exercises including: benchmarking costs,
performance and procedures, a user survey, staff/external
organisation consultation, a case audit, a review of the
grants service as well as meetings with health and social
services boards and trusts. This was not called a
fundamental review for nothing.

Anyone would have thought that after such a long period
of review, considering the diverse methods of
investigation used, and being aware of the expertise of
the group both collectively and on an individual basis,
that such a recommendation would be acted on
immediately. However, it was not.

Even if we ignore the expertise of: parents of disabled
children, disability organisations, voluntary groups,
researchers and politicians who have been advocating
for the abolition of the means test in relation to disabled
children for years in all parts of the UK, can we really
now also ignore the recommendations of those who are
directly involved in administering the current procedures?

Although the relevant department, the Department of
Social Development, was asked to consider this legislative
amendment last December, the Minister responsible, Nigel
Dodds, was still claiming in April 2002 that:

“My officials and colleagues in the Housing Executive
are still considering a number of important issues.”



It would seem incredible that these “important issues”
were not considered during the fundamental review or
indeed in the three months subsequent to the
recommendations being made by the Fundamental
Review Steering Group.

The Financial Implications

The abolition of the means test for families of disabled
people has financial implications for those agencies
involved in housing, health and social service provision.
Campaigners would not be advocating that already over-
taxed budgets be used to implement this change.
Rather, initially additional resources are needed but
immediate savings would be made in the cutting back of
administrative duties in relation to the means test and
Test of Resources procedure. More significantly
substantial long- term savings would be made when the
demand for additional support services for such families
would no longer materialise as a direct result of them
living in safe accessible homes less prone to accidents,
to stress, to health risks (particularly back injuries) etc
which presently are common place. Research has
already shown how benéeficial it is for all family members
to live in a safe accessible home. It is common sense
and a real financial investment for the future.

Equality Issues

It would seem ludicrous that the legislation in Northern

Ireland, Section 75, which was created to ensure equal
opportunity for all through the Good Friday Agreement,
as well as the general equality legislation enshrined in

anti-discriminatory legislation throughout the UK, could
prevent a category of people — disabled children — from
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accessing their full rights Already, disabled children are
missing out because it is their parents who are
financially assessed, not themselves, as is the case with
disabled adults. Children have no voice, no vote, are
seldom consulted or listened to, yet an accessible home
is necessary for their growth and development, not just
simply somewhere to live.

We could in theory means test disabled children as
happens with disabled adults, then there perhaps would
be equality as very few children have any means, so in
practice most disabled children then would avail of the full
disabled facilities grant. What we seem to forget is that
most civilised communities believe that every child has a
right to a safe accessible home. (See UN Declaration of
Human Rights in Legislation Section.) There are equality
or inequality issues when a policy (such as means testing
the parents of a disabled child) prevents some disabled
children from accessing such a right.

This is the fundamental core issue of this housing
campaign. Perhaps if, as a community, we cannot
acknowledge this right then maybe we should seriously
look at means testing disabled children as an alternative.
However, this would be a retrograde step for those who
believe in inclusiveness and acknowledging the rights of
all citizens.

Need

“‘Resources should be targeted at those most in need” —
how often have we heard or seen this statement?
Certainly resources should be targeted in this way, but
who is more in need than a disabled child? Indeed the



needs of the disabled child, with regard to housing
adaptations, are assessed by an occupational therapist
and the housing authority can only act on his/her
recommendations. Every child needs a safe accessible
home; a disabled child needs a safe accessible home;
some people seem to associate need with financial
matters. There are many kinds of need, all can be met in
very different ways and not all of these needs are
related to financial circumstances.

Ability to Pay

There is a misconception that some people believe that
parents (as owner occupiers) financially gain from
having their property adapted. Often in reality it is much
harder to sell an accessible home, since it has a limited
market attraction. Also, any parent who could afford the
adaptation, generally would pay for them rather than get
involved in the bureaucracy and the time-consuming
adaptation process. Parents already pay for the extra
needs around disability and housing would be no
different if they could afford to.

We all want fairness and observation of equality
principles but the only way to ensure the fairness as the
consequence of having an unreasonable means test is
to remove this test and prepare the way for safe
accessible homes for all disabled children.

We can go on and on trying to find reasons for letting
things stay as they are. But if the rights of a group of

people are denied by sticking to the status quo then it
must be time to make changes. The rights of disabled
children, as well as the rights of their family members,
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are obviously being thwarted by the current policy of
means testing parents. Because of this, the issues just
outlined are meaningless in the light of such injustices.

In each of the regions, work is going on, vital work, to
bring this issue to the fore, at different levels, to different
audiences, to ensure that change, positive change, can
happen, or be made to happen.

England

The research experience and the practical expertise of
the Steering Group members in England have helped to
inform and steer the campaign in England, particularly
since the family launch in July 2000. The Steering Group
members, comprising of parents, researchers and one of
the most influential housing groups, HoDis, have
collectively or individually managed to raise funding to
meet the cost of the campaign, provide information that
has been essential throughout the campaign and helped
take and co-ordinate activities not only in England but in
Wales and Northern Ireland too.

With the involvement of the Family Fund Trust and the
Joseph Rowntree Foundation at different levels, a firm
foundation for moving the campaign forward has been
established. At a political level, this has involved both
MPs and Peers at Westminster.

Opportunities to highlight the Homes Fit for Children
campaign have been seized on by HoDis, researchers
and parents involved in the campaign.



Wales

“By coincidence, the next call after you rang was from a
parent in Swansea who had just heard that their parental
contribution would be in the region of £25,000, which
goes to show how pressing the situation is.” (Keith
Bowen — Development Worker for Contact A Family in
Wales.)

In Wales, as in the other regions, the issues around the
Disabled Facilities Grants are very real and pertinent.
Contact A Family in Wales has brought these issues to
several arenas, including the Welsh Assembly itself,
generating support for individual parents, organisations
and political figures.

Through various consultation processes, articles,
workshops and conferences, the issues facing families
of disabled children in Wales have been highlighted over
the past couple of years. Linking with Homes Fit for
Children campaigners in NI and England, a strong
message has gone out for the need to change housing
legislation. Contact a Family were a vital part of the
family launch in July 2000.

This year alongside the political campaigning, the
contributions to reviews, conferences and workshops,
Contact A Family have compiled a questionnaire for
parents of disabled children on their experience of
housing adaptations as well as the means test. The
findings of this process will be fed through to the
Ministers and Assembly Members at the National
Assembly just before the summer recess.
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Northern Ireland

In Northern Ireland, the Family Information Group has
co-ordinated the campaign on the ground. With the help
and support of parents of disabled children, individuals,
voluntary and disability organisations as well as local
councillors, MPs and MLAs (Members of the Legislative
Assembly), support for the campaign has been growing
in recent months.

The transfer of political power to the NI Assembly after
the Good Friday Agreement has added a more positive
impetus to the campaign, as it was confirmed that the
local assembly in NI have the power to make the
changes necessary to enable disabled children have
access to safe accessible homes without the frustrations
relating to the means test.

Also, there was a dramatic development just before
Christmas when a steering group looking into housing
adaptations recommended that families of disabled
children should not be subject to the means test.
Significantly this steering group comprised of staff from
housing and health and social services background.
However, despite increased political pressure from
MPs and MLAs, this recommendation has not yet been
acted upon.

In the Spring of 2002 the Minister for Social Development
pledged to look into the financial implications of removing
the means test of the Disabled Facilities Grant. Instead of
concentrating on the implications, there seemed to be an
emphasis on perceived barriers to making changes. The
debate is ongoing.



THE IMPACT

Often it is forgotten that the law and policy impacts
family life, sometimes in a very negative way. It may
appear that a Disabled Facilities Grant process enabling
disabled people to live safely in accessible homes is a
very positive development.

In one sense it is. But when families who are supposed
to benefit from such a process find themselves unable
to, because of different factors which have nothing to do
with them, it is perhaps time to look at these factors.

The information outlined below refers to actual families
who agreed for their information to be used. All
references that could identify the families and children
have been removed for reasons of confidentiality.

The Test of Resources may affect people differently, but
when it causes pain, anguish and indeed suffering, such
an impact cannot be justified in the situation where
many families are already under stress as they care for
their disabled child.

For some families, the impact of the Test of Resources
means that they hardly even get a foot on the
adaptations ladder. These families feel from the outset
that it is not worth their while simply because early
indications are that they will have to make a contribution
which is far beyond their means. These families often
never appear on any statistics and for many of them the
housing needs of their disabled child are never met.
These families should not be forgotten either.
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For the families outlined below there are many different
reasons why the Disabled Facilities Grants procedure
impacts negatively. However, we must look through all
this bureaucracy and see the family. More than this, we
must look closer and focus in on the individual members
of the family — the parents, disabled child and the
siblings — and ask how long can a system exist that
actually prevents people from attaining a quality of life
that it is supposed to enhance? Perhaps these
illustrations will show clearly why it is time now to
change and to remove the test of resources (means
test) from parents of disabled children.



THE IMPACT ON FAMILIES

Family 1

A family where the father works full time and the
mother stays at home to care for the two children, both
with spinal muscular atrophy. They live in Greater
London. The couple are owner-occupiers of a two-
bedroom ground floor maisonette which cannot be
adapted. They have been unable to find suitable
property at a price they can afford or to secure help
from the local housing department or associations
because they are homeowners. The children’s needs
are unmet. Even if they got a suitable property to
adapt, the means test would prevent them from
carrying out the appropriate work.

Family 2

A family where the father works full time and the mother
works part time with two children, one of whom is
severely disabled. They live in the South West. Initially
the family lived in an ex-council house but were advised
by Social Services to move, but they could not afford
the average cost of a bungalow, at that time in that area
around £80,000. They were unable to secure suitable
house from the local housing department, as none was
available, housing association rents were prohibitively
high and shared ownership was beyond their means.
With a gift of £10,000 from the mother’s parents and by
stretching their credit limit, they were able to purchase a
house which they intended to adapt. Unfortunately, their
child’s needs are still not met because they could not
afford the contribution of £8,000 which was their
assessed contribution under the Test of Resources
procedure (disabled Facilities Grant). The parents are
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humiliated that their family and friends have now started
fund raising publicly to try and meet the contribution
costs.

Family 3

A family where the father works full time and the mother
works part time, caring for three children, including an
eight-year-old boy who is paraplegic. They live in the
West Midlands. The couple are owner-occupiers. Social
Services have assessed the son as needing an adapted
bedroom and a shower room. When the Test of
Resources was applied, this family were assessed as
having a disposable income of £137.12 per week,
meaning they had to contribute £8,000 towards the
adaptation. In reality the family did not have this
disposable income, the additional costs of paying for their
child’s equipment and the other costs of caring for their
disabled child were not really acknowledged. The child’'s
needs are not met. The bedroom and shower have not
been provided. There is no prospect of raising the money.

Family 4

A family where the father works full time and the mother
works part time, caring for two children, including a five-
year-old boy who has muscular dystrophy. Northern
Ireland based, the couple are owner-occupiers. Health
and Social Services have assessed the son as needing
an adapted bedroom and a shower room. When the Test
of Resources was applied, this family were assessed as
having a disposable income of £91.85 per week,
meaning they had to contribute £2,095 towards the
adaptation. In reality, the family did not have this
disposable income, the other costs of caring for their



disabled child were not really acknowledged nor was
there any acknowledgement of the costs of moving
house, which the family had to do at the time of
diagnosis as their terraced house could not be adapted.
The child’s needs were not met. The bedroom and
shower have not been provided. There is no prospect of
raising the money.

Four years later, the same family, this time expecting
another baby, applied for a DFG. This time the parents’
income increased, and as a result, their assessed
contribution rose to £7,679, as the disposable income
was calculated at £133.62 per week. This illustration
demonstrates the difficulties families face if they wish to
try and increase their income. Also, it shows the
unacceptable increases in contributions as a result of
increments in income. In this case the family received
assistance from Health and Social Services and the
Family Fund Trust. The adaptations are now done, and
the boy’s quality of life has been much enhanced.

Family 5

A family where the father owns his own business
(building trade) caring for two children, including a boy
with Sanfilippo Syndrome — a degenerative condition
which necessitates the boy being fed through a
gastrostomy tube. They live in Northern England. The
couple are owner-occupiers. Health and Social Services
have assessed the son as needing adaptations. When
the Test of Resources was applied, this family were
assessed as having to contribute £8,000, which they
could not afford. Even though their occupational
therapist recommended that Social Services offer them
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a loan, they turned them down. The father tried to
compromise by suggesting that, as a builder, he could
carry out most of the work, but he was told that there
would be no help towards the cost of materials until the
assessed contribution was paid in full. The serious
problems for the boy and his family continue unresolved.

Some people will argue that these are exceptional
cases. For parents and those involved with this
campaign, such cases are much too common. The most
concerning issue is that many of these children, and
others besides, are missing out and their situations have
not been resolved. Unfortunately there are no difficulties
over equity, this is happening in all areas of the UK.

A grants system which was set up to meet the needs of
disabled people is failing the very people it was targeted
at. These real life experiences clearly illustrate this.
Lives are being affected and those caught in the trap
feel that they have no voice in this matter. It is policy, a
policy that cannot be changed. But when a policy affects
people in such an adverse way, it is up to all of us to
highlight this and to change it.



POLITICS

With some political power in Northern Ireland
transferring to the NI Assembly, it has been confirmed
that the changes necessary to give families of disabled
children a better opportunity to access the DFG can be
made at local level within the Assembly.

With power also being exercised within the Welsh
Assembly, further opportunities for engaging politicians
have emerged and the legal position of the DFG in
Wales is being explored. In fact the Welsh Assembly
was used as the launching pad for the family based
launch of the campaign nearly two years ago. Also, with
the pressure being put on Westminster MPs to take
these issues on board, progress is being made.

This now has given the Steering Committee and
campaign supporters the encouragement that they
needed to drive this campaign forward on three fronts at
quite different paces. From the list of those who support
the campaign, it is obvious that people are becoming
aware of the injustices that disabled children and their
families have been suffering for years. However,
awareness is only one step on this journey, action is
also needed.

Politicians from diverse political backgrounds have been
lobbied, in England, Wales and Northern Ireland, to
inform them and to try and engage their support. This is
ongoing and meeting with success. A Housing
Adaptations Review Steering Committee in NI, made up
of both senior housing and health officials, is
recommending to politicians that families of disabled
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children should not be subject to a means test which is a
very positive development.

We now have politicians in England, Wales and
Northern Ireland fully endorsing the campaign’s
objectives. There are others too who are showing an
interest in the campaign, even though they have not fully
come on board yet.

It is now up to all of us to build on this work. For the first
time in years, despite what some government officials
may say to the contrary, change is possible. Efforts are
now being concentrated in all these areas to inform
politicians of how unjust the present legislation is.

For many of us, politics seems to be about major issues
or even the latest scandal in the media. However,
politics, real politics, is about all the everyday issues that
affect our lives and at times how to change things.

The problem is that for so long disability issues,
particularly disability issues affecting children and their
families, have never really been on most people’s
agenda. Disabled children, their parents and family
members have never really had a voice. Indeed, it is
only in recent years that disabled adults have had a
voice. However, currently sources close to government
are saying the word is: “disabled people have had
enough now, there will be no more for them.” This is a
very worrying development.

Politicians and the wider community will have to hear the
families’ stories so that they can appreciate the awful



impact that this means test creates. Families have been
at the core of this campaign; it is now time for them to
come forward to their local politicians, supported by their
fellow campaigners, and help raise awareness.

Many politicians have shown a keen interest in issues
affecting disabled children and their families. For these
politicians — from different parties — it is just a matter of
filling them in on what the difficulties are. It is through
this collaboration with parents, researchers, disability
and voluntary groups that politicians can represent the
issues raised and advocate change.

When this happens, all the work that has been going on
in the background will fall into place. Then perhaps we
can help create the changes necessary that will enable
disabled children and their families, live safely in
accessible homes.
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A PARENT’S VIEW

Being a parent of a disabled child brings many
pressures. It is devastating at the time of diagnosis to be
told that you will have to consider moving home because
when your son goes into a wheelchair your present
home will no longer be suitable. The shock of the
diagnosis is heightened by the thought that you have to
tear asunder the home you have built up over the years.

You are told there are grants to help you adapt a more
suitable home. However, there is little mention of the
long wait, the form filling, the bureaucracy, the checks
and double checks and of course the Test of Resources
(the means test).

As parents, you already now that finances are stretched,
often beyond what you can afford. The maintenance of
the wheelchairs, the extra wear and tear on the floors,
the additional transport costs, on and on it goes. Yet the
authorities are only allowing you less than £70 per week,
even though everyone knows that even a modest
mortgage, with rates, insurance and maintenance costs
is easily twice this amount.

Based on unrealistic mathematical formula, and with no
real recognition of the additional costs of caring for a
disabled child, shock sets in again when you are told
that you have to make a contribution towards the cost
of adaptations, a contribution that you know that you
cannot afford. It does not make sense and what makes
matters worse is the fact that, as a parent, you are
being assessed, even though the proposed adaptations
are for your child.



Who do you turn to? Faced with falling into debt to meet
the contribution cost or just abandon the whole idea,
there is little choice. Either way, quality of life suffers.
Once again your life has been torn apart and you feel
useless and alone. There seems no way out. In different
forms, in different ways and in different regions, this
story has been repeated over and over again. Homes Fit
For Children was born out of these stories. Parents,
researchers and those who work with families of
disabled children began to say that they had enough
and challenged the way things were always done. The
campaign offers a little hope; with your support we could
offer more.
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RESEARCH VIEW

The Joseph Rowntree Foundation has led the way in
examining the needs of disabled children in relation to
housing. In 1998 and 2000, research reports were
published by the Joseph Rowntree Foundation based on
work carried out by Christine Oldman and Bryony
Beresford: “Homes Unfit for Children” (1998) and
“Making Homes Fit for Children” (2000). At the very
outset of the introduction in the first report, the words of
a parent sum up the pain and frustration felt by many
parents of disabled children and set the context in which
these research pieces were carried out:

“If you’ve got your home right you can cope.”

The study goes on to look in depth at the housing needs
of disabled children and their parents and also to record
the perspectives of those working professionally with
parents and family members, including disabled
children. The second report scrutinises more closely the
policy and practice implications of families of disabled
children living in unsuitable housing. Both reports make
very disturbing reading, and the problems identified
through these reports are central to the Homes Fit for
Children campaign.

What researchers were finding through their studies on
the ground in reality was the experience of many
families who have disabled children. A third report, again
published by Joseph Rowntree Foundation: “Money Well
Spent” (2001) by Frances Heywood, put in context the
benefits of adaptations carried out properly. When the



reports are compared, it is clear that there is a need for
good adaptations which “transform lives, improve health”
but also these reports highlight the scandal that many
disabled children can never have access to good
adaptations because of current housing regulations in
relation to the means test (Test of Resources).

What is of great concern in the earlier research findings
is that unsuitable housing has not just an impact on the
physical surroundings of the disabled child but also has
a detrimental effect on the child’s whole development.
Worse still that detrimental effect is not only focused on
the disabled child but the entire family.

“Poor and unsuitable housing hinders the development of
disabled children and makes the task of caring for them
even harder. The report has given many examples of
where housing is doing harm to the well-being of the whole
family, disabled child, parents and siblings.” (“Homes Unfit
for Children” — Oldman and Beresford 1998.)

Many people just see the housing issue as making a
living space accessible for a disabled child. Often they
miss the problems associated with lack of space as a
child grows and develops and other family members are
seldom considered, particularly the siblings. When such
basic facilities are denied to families of disabled
children, they create problems now but also for many
years into the future. The core point, the means test
(Test of Resources), is also highlighted in the first report:

“The means test for the disabled facilities grant is
particularly unfair on families who are ‘not rich, not poor’;
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the middle income families in our research. Because of
it, families face financial hardship, do without the
adaptation that needs doing or get a much less
satisfactory job done than the one they wanted.”

The report concludes: “The disabled facilities grant
...was not designed with the needs of children in mind.
By disregarding outgoings, and in particular, the
additional costs that families have, it bears down harshly
on them. In “Money Well Spent” by Frances Heywood
(2001), the evidence of adaptations having a positive
effect on families is clear:

“Carers felt more supported, the health of disabled
people and other family members improved, social
isolation was overcome, and children began to flourish
and develop.”

It is vital that as a community we focus on the positive
side of adaptations, to appreciate why they are needed
and how beneficial they are to families and to the wider
community. We cannot just look on the physical changes
to the environment that adaptations make, but also the
emotional areas of dignity, respect and a sense of
independence. If we start to see these things then we
can appreciate why disabled children should never be
prevented from having a safe accessible home.

In her concluding remarks, Frances Heywood sums up
this wider benefit of adaptations:

“The benefits to individuals and their families are the
most immediate ...social services and health providers
also benefit from reduced demand (less need for care,



less onerous or risky work for professional carers, less
accidents, less likelihood of depression).”

Research is, without question, showing the need for
adaptations, the benefits of adaptations and the need to
change housing legislation in relation to the means test
so that disabled children can more easily access these
benefits which are theirs by right.
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SUMMARY

» Disabled children need the adaptations to their home;
they are not a luxury but a basic human right, for a
reasonable quality of life. It is only when an occupational
therapist assesses that certain adaptations are needed
that grant assistance can be considered under the
Disabled Facilities Grant procedure. There are needs
around space, access, play and safety to be considered,
not just for the disabled child but the whole family.

» Extensive research has already been carried out, eg by
the Joseph Rowntree Foundation, Carers (UK) and
others, that proves there are additional costs, many of
them hidden, associated with disability. These costs are
not reflected fully in the disability allowances built into
financial assessments for Disabled Facilities Grants.

« With average mortgages exceeding £80,000, and far
in excess of this in parts of the UK, it is clear that a
housing allowance of just under £70 per week within
this Grants process would in reality barely meet the
costs of rates/poll tax, insurance endowments, house
and contents insurance, never mind the actual
mortgage repayments.

» There seems to be a total dismissal by those in
government of the expert opinions of disabled
children, the views of their parents, researchers,
groups working with them, and more recently those
involved in administering the grants system in
Northern Ireland when they all called for the
abolishment of the means test in relation to families of
disabled children.
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» The provision of adaptations is based on the assessed
individual needs of the disabled child or adult. As
pointed out previously, financial assistance towards
these are means tested. Yet the provision of financial
support (under the Disability Living Allowance), in
relation to disability, is not means tested. It is again
based on the assessed individual needs of the
disabled child or adult and how disability impacts them,
not on how much income and expenditure there is.



KEY ISSUES IN THE CAMPAIGN

» Housing for disabled children is a community issue,
requiring a community response, just as health is. If
someone has specific needs in relation to health, we
do not subject them to a means test before deciding
whether they should go into hospital or not. Neither
should we treat disabled children in this way when
they have specific needs (identified by an occupational
therapist) in relation to housing.

» Some children with disabilities are being penalised
because their parents’ income is deemed too much to
obtain a full grant, yet their parent/s cannot afford to
make the assessed contribution. The proposed work is
primarily for the child and its value is for the child
rather than directly for the parent/s.

+ Test of Resources is not fair and does not take into
consideration real out-goings such as mortgages.
Parents with the same income yet with different out-
goings could be assessed to make the same
contribution. It is well known that many families with
children who have disabilities move several times
incurring higher mortgages to try and meet the needs
of their child. Also, there is no recognition that even
though mortgages are at an all time low, the cost of
houses, particularly new ones are excessively high,
many of them over £100,000.

* Many families are already frustrated with dealing with
bureaucracy. They pull out of the grants process and
there is often no record of such families kept. This is a
huge gap in trying to identify the full impact that the
means test has on families.
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There seems to be a great difficulty in assessing the
total cost of adaptations for children and there seems
to be no specific recording of these.

The community’s perception that those with disabilities
are already well catered for has to be challenged and
there is a perceptual difficulty that those most affected
by the legislation, in this case, are not considered
“poor” or “deprived” because there is a degree of
income.

The goal of quality of life for all should not be
overlooked as the main aim of the campaign and the
community response to those who have been denied
access to such a quality of life needs to be
challenged.

The rights of disabled children should not be
compromised in any Equality impact. If others are not
able to access their rights, this should not prevent
disabled children accessing theirs.

Legislation and practice have been highlighting the
rights of children — Children’s Order, UN Convention on
Human Rights, Quality Protects, Equality Legislation
and the proposed Children’s Commission — this should
be reflected on the ground, with this particular issue.

Parents of disabled children, with life limiting condition,
are being assessed on being able to pay hypothetical
loans, which could expire long after their child has
died. Or in some cases being forced into a situation
where they are really paying off loans, after their child
has died.



THE WAY FORWARD

In England plans are well under way to lobby individual
MPs, to make them aware of the issues and to try and
engage their support. Also, through the work of HoDis,
the Family Fund Trust and others, this issue is
continuously being brought to the attention of
conference delegates. This is supported by the research
carried out by the Joseph Rowntree Foundation and the
Foundation’s wider support, through their funding of a
development project (Shared vision), located at HoDis.

The issue has been brought right into the centre of
politics in Wales having been put on the agenda of the
Welsh Assembly on several occasions as well as sub
committees on specialist interests. This will continue.
Also innovative work is going on through Contact a
Family (Wales) in schools with schoolchildren being
encouraged to take home a specially designed
questionnaire highlighting issues arising from the
Disabled Facilities Grant eg the need for adaptations,
the means test and indeed experiences of the Disabled
facilities Grant. It is hoped that when parents return the
questionnaire, a fuller picture will emerge in relation to
some of the issues in Wales.

For a number of months, the emphasis in Northern
Ireland has been to get this issue on the political
agenda. This will continue. In the near future it is also
hoped to encourage more parents of disabled children to
contact their politicians to raise awareness of the issue.
The possibility of producing a short information booklet
is being actively explored.
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The way forward is to build on past experience, to work
in parallel, allowing space for the particular interests of
each region. For too long the interests of the disabled
community have been ignored and marginalised, and
disabled children have been pushed even further adrift.
This campaign gives us a real opportunity to redress the
wrongs heaped on disabled children. Already we are
receiving encouraging signs that politics really can take
on these issues and that any barriers placed in our path
can be surmounted.

When, years ago, we were all told we would never make
any progress with a campaign such as this, we half
believed them. Five years on, we don’t. There is now a
willingness to make changes; what we have to find is
the best way to carry this out. We have already started.
With your help we can complete this task. Not for our
sake, but for those whose voices are now being listened
to — disabled children and their families.



FIGURE IT OUT

To try and gauge some picture of how unrealistic
government calculations are in relation to the Test of
Resources, the housing costs element of the means test
is highlighted below. At present, the allowance for
housing stands at £67.02 per week. The figures below
clearly highlight that this allowance does not reflect
average mortgage repayments and associated housing
costs in Wales, Northern Ireland and the rest of UK.
Figure it out yourself.

Estimate for a mortgage of £70,200 (Average Welsh
mortgage)

(The additional outgoings have been kept the same, in
all the mortgages.)

Monthly repayments £447.17 per month
Contents & Building Insurance £22.00
Rates/Poll Tax £34.00
Life Insurance £22.00
Mortgage Protection Insurance £27.50
SUBTOTAL £105.50 per month

Total out-goings on housing £552.67 per month
DFG Allowance (@£67.08pw) £290.68 per month

Discrepancy £261.99 per month
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Estimate for a mortgage of £71,700 (Average NI mortgage)

£456.73
Discrepancy £271.55
Estimate for a mortgage of £100,000 (Average UK mortgage)
£637.00
Discrepancy £451.82

Based on information from Halifax Building Society.

Other housing costs not included: endowments, repairs
& moving costs.



EVEN MORE FIGURES

Research by Frances Heywood has shown the following
estimates for owner occupiers (with disabled children) of
assessed contributions to the DFG, calculated by use of
the means test:

Net Income

Category per week *Contribution
Lone parent (one child) £250 £1,367
Lone Parent (one child) £300 £4,899
Lone Parent (one child) £400 £23,715
Couple (two children) £250 £596
Couple (two children) £300 £2,135
Couple (two children) £400 £15,210

* These contributions have been calculated on an allowance
of £65 per week for housing costs (which would have been
the relevant allowance for families last year). Recently these
have been amended in relation to inflation. The above
figures clearly show the inadequacies of the means test.

Average
gross incomes: Male: £452.60pw Female: £308.70pw
Manual workers: Male: £327.20pw Female: £209.90pw
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OTHER VIEWS

“It is intended to make the home of a person with a
disability suitable for his/her needs.”

(NIHE — housing authority in NI — Re: Disabled Facilities
Grant)

“If you’ve got your home right you can cope.”
(Parent)

“It has been estimated that the DFG for children
represents a very small proportion (5%) of the disabled
facilities grant spending.”

(Pieda, 1996)

“The DFG is not fair. The adaptations are for our
children — why should our income be taken into
account?”

(Research: Making Homes Fit — published by Joseph
Rowntree Foundation, quote from parents’ steering

group)

“Poor housing adversely affects everyone living in it but
its impact is more severe in a family with a disabled
child.”

(Research: Homes Unfit for Children — published by
Joseph Rowntree Foundation)

“The Test of Resources for DFG is most unjust to people
with a mortgage, and many parents of disabled children
are likely to fall into this category.”

(Researcher: Frances Heywood)



“Being homeless is not simply about having a roof over
your head. It means not having space to call your own, a
quiet place to be yourself.”

(Simon Community)

“Unsuitable housing is not a difficulty that a parent
encounters every now and again. It is an integral part of
an environment in which they are having to cope with
the stresses and strains of care.”

(Research: Expert Opinions — published by Joseph
Rowntree Foundation)
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LEGISLATION

The primary legislation in England and Wales which
introduced the Disabled Facilities Grant as a mandatory
grant, was introduced in the 1989 Local Government
and Housing Act.

The following year, 1990, as the grant became available,
a Test of Resources, the means test, was introduced
alongside this. At that time, the Test of Resources was
laid down by the Secretary of State and was not subject
to local discretion. It was based on the principle of an
individual family contributing all they can raise as a loan
before they receive grant aid.

In Northern Ireland, the right to a Disabled Facilities
Grant is set out in the Housing (Northern Ireland) Order
1992, Part 111. Currently in Northern Ireland, housing
matters are under review, with the Northern Ireland
Assembly having certain powers in relation to housing.

Changes made in 1996, under the Housing Grants,
Construction and Regeneration Act, introduced some
relief for disabled adults, but have not affected the way
the Test of Resources works in regard to disabled
children. These changes resulted in the means test
being carried out on disabled people, with the exception
of disabled children, whose parents are means tested.

In Northern Ireland, Housing Renovations etc Grants
(Reduction of Grant) Regulations (Northern Ireland) 1997
define the relevant person who is to be means tested. It
is similar to the legislation in England and Wales.



An overall duty to see that adaptation needs of disabled
people (including children) are met lies with Health and
Social Services Trusts under the Chronically Sick and
Disabled Persons Act (1970) and similarly in Northern
Ireland, with the Chronically Sick and Disabled Persons
(Northern Ireland) Act 1978.

Social Services and Health and Social Services in
Northern Ireland have a general duty to safeguard and
promote the welfare of “children in need”, which includes
disabled children, under The Children Act 1989, in
England and Wales and Children (Northern Ireland)
Order 1995.

For many countries, the legislation or the guidance on
how people should be treated is enshrined in the United
Nations Declaration of Human Rights. Articles 6 and 25
are outlined below to demonstrate that everyone should
be treated as a person: adult, child, young person, older
person, whether they have a disability or not.

Furthermore, everyone is entitled to a standard of living,
adequate for the health and wellbeing of themselves and
their family, with a particular emphasis on children and
mothers. It is obvious, with the current policy of means
testing parents, that disabled children are not being
treated equally as people, nor are they accessing a
standard of living adequate to the health and wellbeing
of themselves and their families.
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United Nations Declaration of Human Rights

Article 6

Everyone has the right to recognition, everywhere, as a
person.

Article 25

1.

Everyone has the right to a standard of living
adequate for the health and wellbeing of
themselves and their family, including food,
clothing, housing, medical care, and necessary
social services and the right to security in the
event of unemployment, sickness, disability,
widowhood, old age and other lack of livelihood,
in circumstances beyond their control.

Motherhood and childhood are entitled to special
care and assistance. All children, whether born, in
or out of wedlock, shall enjoy the same social
protection.



YOUR VOICE

We need your voice to be heard if the necessary
changes are to take place to enable all disabled children
to have a safe accessible home. If you support Homes
Fit For Children in their call to have the means test (Test
of Resources) abolished for disabled children and their
families, and to remove the current policy of means
testing the parents of disabled children, then please
write to a politician now, in Wales, England or Northern
Ireland. If you would like further information on the
campaign, contact any of the organisations listed on the
back cover.
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