Budget 2010:
Inclusion Ireland
Submission to Government

October 2009

promoting rights, independence, dignity and equality



TABLE OF CONTENTS

Forward

Priority Areas for 2010

Dept of Health & Children

Dept of Social & Family Affairs

Dept of Education & Science

Dept of Enterprise, Trade & Employment

Dept of Environment, Heritage & Local Govt

Revenue Commissioners

Dept of Justice Equality & Law Reform

Inclusion Ireland Member Organisations

Page

Page

Page

Page

Page

Page

Page

Page

Page

Page

2

3

4

12

20

24

26

29

30

32



INCLUSION IRELAND

Inclusion Ireland is the largest national organisation representing and
promoting the interests of people with an intellectual disability, their
families and service providers in Ireland.

The vision of Inclusion Ireland is one of people with an intellectual
disability living and participating in their community with equal rights as
citizens to live the life of their choice to their fullest potential.

The mission of Inclusion Ireland is to be the independent champion of
people with an intellectual disability and their families, whose standing
and expertise in intellectual disability is acknowledged, and to ensure
that people with an intellectual disability have their voices heard, are not
isolated or segregated and lead more independent and healthier lives.

Founded in 1961 Inclusion Ireland has 170 affiliated organisations
providing services and supports to the 26,000 people with an intellectual
disability in Ireland.



FORWARD

Budget 2010 will be one of the most important Budgets prepared by
Government in the history of the State. The increasingly stark economic
forecast for 2010 and beyond leaves the Government facing significant
challenges in its attempts to balance the nation’s books. Inclusion
Ireland recognises that it will be difficult in the current economic
circumstances to commit to new developments that have significant cost
implications, however this does not mean that crude cuts to social
welfare or existing health and education services should be sanctioned
without a proper review of the effectiveness and efficiency of those
services and their capacity to provide the best outcomes for people with
disabilities and their families.

Last year the Minister for Finance framed his Budget in terms that

the Budget measures, must continue to protect the most vulnerable in
our society such as: people with disabilities, children, older people,
carers, and those living on low incomes or at risk of poverty and the
homeless. This year the priority must remain the same. Cuts cannot be
made in the area of essential services and in some areas the challenge
will be to find extra resources for emergency and crisis services that
inevitably will arise in 2010.

Political leadership, courage and vision are required to implement the
necessary changes and to ensure that those with the greatest need get
the greatest resources. Funding allocation should be target based on
need rather than historical geographical allocation. Service reform in
agencies, statutory and voluntary, involved in the delivery of services for
people with disabilities must take place along with a shift in culture and
practice. The examples of innovation and good practice throughout the
country should be nurtured and encouraged. This Budget can provide
an important first step in this direction.



INCLUSION IRELAND PRIORITY AREAS FOR 2010

The full inclusion of people with disabilities in Irish life must
continue to be a priority for Government in 2010. The United
Nations Convention on the Rights of Persons with Disabilities 2006
has still not been ratified by the Irish Government despite
promises to do so in 2009. It is time to do so now.

Priority Issue 1: No cuts in frontline services to people with
disabilities

Priority Issue 2: No cuts in rates of social welfare payments or in
supports to carers in 2010

Priority Issue 3: To complete the programme to transfer people
with an intellectual disability inappropriately placed in psychiatric
hospitals or who are living in outdated congregated settings by
2016

Priority issue 4: The commencement of independent inspection of

all residential services for adults with disabilities and the

completion of nationalstandar ds f or ewvieesindluding ' s
those for children with disabilities

Priority Issue 5: The promotion of innovative measures for
providing supported living respite services and day services,
including a commitment to implement the recommendations of
the HSE review of adult day services for people with disabilities



SUBMISSION TO DEPARTMENT OF
HEALTH & CHILDREN

1. Funding and the Promotion of Innovation

e Services to people with disabilities are provided primarily by non-
statutory voluntary service providers and by the HSE directly. The
Disability and Mental Health programme accounts for total gross
expenditure of €2,530 million in 2009. The provision of services to
persons with disability in 2009 will present significant challenges.
These challenges arise from reductions in the level of available funding
and the absence of development funding for new services. A key part
of the National Disability Strategy 2005 was the Multi-Annual
Investment Programme (MAIP 2005 -2008), which provided the
following additional places for people with disabilities:

1. Residential places - 804 new places and 406 enhanced places;

2. Respite places - 307 new places and 61 enhanced places;

3. Day places - 1,863 new places and 195 enhanced places;

This programme was discontinued in 2009 and while recognising that
there has been a significant increase in capacity due to this extra
investment, additional services will inevitably be required by individuals
with disabilities both in 2009 and 2010. A sum of €8.5 million was set
aside for emergency places in 2009 and service providers and the
HSE have come together to identify the ways in which urgent cases
can be planned for within the available resources. It is conceded by the
HSE that this level of funding on its own is insufficient to meet the
requirements for additional services in 2009. Going forward in 2010 it
will be essential to ensure at a minimum that a similar emergency fund
be set aside to meet urgent and immediate need.

e The most recent Annual Report of the National Intellectual Disability
Database Report 2008 states:
fOverall the 2008 data shows that there has been a significant



increase in the levels of day services, residential service and respite
service provision, largely due to the existence of multi-annual funding
for disability. Alongside this however, this report highlights the fact that
the changing age profile of individuals with intellectual disability
continues to contribute to the high levels of demand for residential
services, support services for ageing caregivers and services designed
specifically to meet the needs of older people with intellectual
disability.”

A value for money and policy review of disability services, voluntary
and statutory, is currently underway. Unnecessary duplication of
corporate and other services or outdated and inflexible work practices
cannot be maintained in a budgetary environment where frontline
services are being curtailed and new services developments are being
deferred. This review must complete its work within the year. The
Report of the Special Group on Public Services Numbers and
Expenditure Programmes (July 2009), estimated that the introduction
of measures to achieve greater efficiencies in the non-government
agencies and organisations could save at least €50 million per annum.
It remains to be seen if the Department of Health’s ‘Value for Money’
Review Group identifies a similar sum in savings. It will also be
important that there is a clear rationale for such savings, and that they
are not crude cuts. Any savings identified should be reinvested in
disability services, and programmes based on the recommendations of
the Policy Review Group. The Policy Review Group’s objective must
be to enable people with an intellectual disability to have as much
choice and control as possible over their lives and the supports they
receive.

Inclusion Ireland calls for the introduction of individualised funding/care
packages consisting of a mixture of grants, contracted services,
therapeutic inputs, equipment and other such community services.
There will be an independent assessment of need aimed at facilitating
the person to either remain in their own home with their family, or to
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live in the community. A statutory right to an independent assessment
of need is available since June for children from 0-5 years under the
Disability Act. This was due to be extended for children aged up to 18
years by 2010, and for adults in 2011, but has now been delayed.
Individualised funding has the potential to cater for up to an estimated
10-20 per cent of people with intellectual disabilities. The individualised
funding option ensures that traditional models of service delivery are
not the only option, although it does not exclude them.

Individualised funding gives the person with a disability an alternative
option for funding their service. The person establishes his/her needs
and utilises the resulting service plan to secure funding for the service
from the HSE. Then he/she chooses who supports them in the
implementation of the plan. The person directs the service that is
required, where it will be delivered and how it will be received. It gives
the person and all their family the option of being more involved in
directing the services that will best support their needs. It can
significantly enhance the quality of life of a person with a disability.
Individualised care packages have been introduced successfully for
older people. There is no reason why this model cannot be transferred
to people with disabilities. People are often put on waiting lists for
residential services due to the absence of other community based
services.

2. People with Intellectual Disability in Psychiatric Hospitals &
Congregated Settings

Inclusion Ireland finds it totally unacceptable that 25 years after
Government policy clearly stated the need for separate facilities for
people with an intellectual disability and people with a mental iliness,
over three hundred people with an intellectual disability remain in
psychiatric hospitals (the Annual Report of the National Intellectual
Disability 2008). Three years ago, A Vision for Change also stated that



this practice would end. It is simply not good enough that Government
policy can state something so serious is unacceptable, and 25 years
later it is still happening. The Independent Monitoring Group on A
Vision for Change said that they recognise the difficulties facing the
HSE in the current economic climate, but “this does not in any way
diminish the HSE's responsibility to implement A Vision for Change”.
The Government'’s responsibility to protect vulnerable people in society
must always remain to the fore.

Inclusion Ireland supports the HSE in their efforts to claw back from
the Department of Finance the €40 million obtained from the land sales
of mental health services. This money was pledged to finance new
modern developments and community services. These projects will
have a significant role to play in transferring people out of old
institutions. Money from all future land sales must be ring fenced if A
Vision for Change is ever to become a reality.

In addition to those living in psychiatric hospitals, there are an
approximately 772 people living in de-designated units (former
psychiatric hospitals and other HSE run institutions). This does not
take account of the number of people in non-statutory services living in
old residential settings run by voluntary organisations, which is
estimated to be in the region of 3,000. A high level steering group was
established in 2007 by the HSE to address this issue of Congregated
Settings and to make recommendations to guide future policy.
Inclusion Ireland is represented on this group. The report of this group
is due by the end of 2009 and must form the basis for an
implementation plan to close congregated settings within a defined
timeframe.



3. Therapeutic Support Services

e The shortage in all areas of support services, in particular Speech and
Language Therapy, Occupational Therapy and Physiotherapy
continues. The Implementation of the Disability Act Part 2, providing
for an independent assessment of need for children aged 0 to 5 years,
in June 2007 has put significant demand on existing supports such as
speech and language therapists and psychologists. The last budget
secured additional funding of €20 million to employ therapeutic support
staff for children, to be divided between the Departments of Health and
Children and Education. It is unclear what new posts were created in
2009.

4. Standards for Services

¢ Inclusion Ireland welcomed the launch by The Health Information and
Quality Authority (HIQA) of the National Quality Standards: Residential
Services for People with Disabilities in May 2009. Inclusion Ireland was
part of the advisory group which developed these standards. The plan
was that these standards would be rolled out by the end of 2009
following the commencement of the standards for older people in
nursing homes in July 2009. Due to the current economic downturn,
the Minister of State with responsibility for Disability Services Mr. John
Moloney said that the implementation of the standards and the
commencement of independent inspections by HIQA would be
delayed. Instead, it is proposed to introduce standards on a voluntary
basis. Inclusion calls for the immediate implementation of these
standards. There is overwhelming evidence pointing to the need for
inspection against approved standards.

¢ One of the key recommendations of the Ryan Report is the need for
independent and unannounced inspection of children’s residential
services. There is a noted absence of such inspections of services for



children with disabilities. The action to be taken around inspection of
services for children with disabilities outlined in the implementation
plan launched by Minister Barry Andrews after the Ryan report states:
“the Health Act 2007 will be commenced to allow for the independent
registration and inspection of all residential centres and respite
services for children with a disability by December 2010”. A HIQA
advisory group, of which Inclusion Ireland is a member, is currently
working on the development of new standards for children’s services.
This means that for another sixteen months minimum, children in these
services will continue to lack the protection of visits by experienced
inspectors.

e Furthermore, there is no guarantee that in December 2010 such
inspections will commence. The standards for residential disability
services for the thousands of adults with intellectual and physical
disabilities as stated above have been put on the long finger despite
the overwhelming evidence in favour of independent inspection against
standards.

¢ Conclusions from the Report of the Comptroller and Auditor General
(December 2005) on the provision of Disability Services by Non-profit
Organisations state fiStandards of care will focus attention on service
outcomes and consistency in quality and performance on a national
basis. The most effective approach to standards enforcement is to
build them into agreements with non-profit organisations and provide
for independent monitoring.o

5. Review of Adult Day Services

e The HSE established a high level working group to review HSE funded
Adult Day Services in 2007. This group has completed its work and the
report is being considered by the relevant HSE functions. Inclusion
Ireland was represented on this group. Inclusion Ireland calls upon the



HSE to address the priority issues and recommendations made in the
report to ensure the reconfiguration and modernisation of existing day
services to reflect the principle of Access, Quality, Accountability and
Person Centeredness. Many service providers have closed down
sheltered workshops in order to comply with employment legislation,
and this along with the absence of new money in 2009, and going
forward in 2010 has meant that there is an uncertain future facing
school leavers with disabilities and those leaving HSE funded
rehabilitation training. The implementation of a plan to reconfigure day
services must be a priority in 2010.

6. Long Stay Health Charges

¢ Inclusion Ireland continues to voice concern over the levying of
inpatient charges to persons in ‘long-stay care’. The statute published
in July 2005, i.e. Health (Charges for In-Patient Services) Regulations
2005 S.I. No 276 of 2005, allows for the levying of charges on persons
who are in receipt of in-patient services in premises where nursing
care is provided on a 24 hours basis, (Class 1) and in premises where
nursing care is not provided on a 24 hour basis (Class 2). In July 2006
the HSE published guidelines on how charges should be levied.

e Long stay charges were increased by €33.25 to €153.25 for those in
receipt of 24 hour care and by €24.95 to €114.95 a week for those in
receipt of part-time nursing care in the last Budget. This amounted to a
27.5 per cent increase. People in Class 1 are left with €44.70 and
Class 2 with €70.25. Any further increases in charges or a reduction in
the rate of Disability Allowance currently at €204 per week could have
repercussions for this. Leaving people with such limited disposable
income after charges does not promote inclusion in society.

e The HSE has delegated full responsibility for levying charges to
agencies that provide services on behalf of the HSE. This
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responsibility includes carrying out assessments to determine the
amount an individual should be charged. It is the view of Inclusion
Ireland that only the HSE has the right to assess people’s means and
voluntary service providers should not be asked to assess means on
behalf of the State.

7. Medical Card

Children with an intellectual disability should be entitled to a medical
card in their own right. Many have additional health needs and suffer
poorer health than their peers as well as having more chronic
illnesses. The current income limit excludes all but a small percentage
of people and is a cause of great hardship to families.
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SUBMISSION TO DEPARTMENT OF
SOCIAL & FAMILY AFFAIRS

1. Support to Carers

e There should be no reductions to the Carers Allowance in this budget.
Current levels of payment must be maintained.

¢ Inclusion Ireland rejects any proposals to cut the half-rate Carers
Allowance. The half-rate allowance was introduced in 2007 after over
ten years lobbying by Inclusion Ireland and other Carers groups.
Introducing the half-rate Carers Allowance two years ago, Martin
Cullen TD, then Minister for Social and Family Affairs, stated that
“‘Government is committed to supporting carers and to facilitating older
people and people with disabilities to remain in their own homes for as
long as possible. Carers play a very valuable, and much valued role in
our society.”

¢ Inclusion Ireland finds it inconceivable that the Government would
consider reversing this decision only two years after its introduction.
Home care provides a cheaper option to the State and if the
Government is serious about saving costs, they will not implement
proposals which will seriously affect essential supports for family
carers, who already save the state over 2.5 billion euro and provide
over 3.7 million hours of care in the home every week. The 2008 report
of the National Intellectual Disability Database shows that nearly 64
per cent of people with an intellectual disability live at home. This care
saves the State considerable money (the average cost of residential
support in a community setting is in the region of €80,000 per annum
and can be up to €300,000 and in some cases more for people with
complex and high support needs).
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The Budget should include measures to extend the hours carers can
work outside the home to 19.5 hours, which will also allow carers to
take advantage of FAS Training and other Schemes.

The Habitual Residency clause should be abolished for people
returning to Ireland to provide family care.

All full time carers should be provided with medical cards.

The Respite Care Grant was increased last year to €1,700 per annum
per person being cared for and it is now payable for each eligible
person being cared for. The Respite Care Grant gives people a great
deal of flexibility and autonomy. Inclusion Ireland seeks a commitment
that this grant will be paid at the same rate in 2010. The Respite Care
Grant could be used by carers in the direct purchase of respite
services to allow for flexibility, choice and a family centred approach to
provision. The increasing crisis in finding centre based respite care for
people with disabilities must lead to new, innovative and cost effective
approaches in providing respite care. The amount of hours full-time
carers, who are eligible for this grant can work, should be extended to
19.5 hours per week as with Carer’s Allowance. Members of Inclusion
Ireland, not in receipt of Carer’s Allowance or the Domiciliary Care
Allowance who receive the Respite Care Allowance have expressed
concern about the detailed forms they must fill out annually,
particularly if they are caring for people who have a permanent
diagnosis of disability.

The Carer’s Benefit rate should be maintained and extended to 3
years. The period in which the relevant contributions are required to
have been paid should take account of people who left work a number
of years ago in order to take up caring duties and therefore would not
have paid the required contributions in the relevant tax year or in the
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12 months immediately before the start of Carer’s Benefit, but who
have an unbroken contribution record for a number of years. Allowing
people to stay on this benefit for 3 years may help reduce the
unemployment rate and make it a more attractive option. There is a
low uptake of this benefit. Inclusion Ireland supports the proposal from
the Carers’ Association that the carers benefit model should be made
similar to that of maternity benefit where the amount of benefit is based
on the percentage of the applicant’s salary.

Last year Inclusion Ireland welcomed the work undertaken by the
Department on the transfer of Domiciliary Care Allowance and other
allowances from the Department of Health & Children. This allowance
transferred in April of this year and there have been concerns about
the high levels of refusal relating to children with autism and mild
intellectual disability (nearly 40 per cent rejection rate since April).
There is a need to review the application form to ensure that full
information on a child’s behaviour and the level of supervision that this
might require is obtained, and not just information on the physical
diagnosis. Greater attention should be given to behaviour in the
training of medical assessors. Children with disturbed or challenging
behaviour require a high level of support and supervision.

Inclusion Ireland supports the proposals by both the Carers
Association and the Disability Federation of Ireland on young carers
and urges the undertaking of research as promised in ‘Towards 2016’
to study the extent and impact on children of this practice.

Inclusion Ireland is very disappointed that the National Carers Strategy
will not be published, despite extensive consultation and time having
already gone into this project. The Strategy was promised by the
Government in the Towards 2016 partnership deal in 2006 and under
the Programme for Government in 2007. Economic circumstances and
a consequent inability to commit resources, was the reason cited for
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abandoning the long promised strategy. While some elements of the
strategy have cost implications, and it is acknowledged that it may be
difficult to commit to such elements, the development of cost-neutral
sections of the strategy should have been considered. Another option
was the publication of the Strategy with long-term goals and targets
clearly outlined. While some elements may not be achievable in the
short-term, the basic concept of the Strategy could still have been
achieved - setting out the Government's vision for informal and family
carers and establishing a set of high level goals and actions.

2. Payments to People with Disabilities

Rates of Disability Allowance (DA) must remain the same to all people
resident in institutions. There should be no further inpatient health
charges, which reduce the income of people with disabilities living in
residential settings.

Inclusion Ireland calls for the action on the National Action Plan for
Social Inclusion 2007- 2016 to increase the numbers of people with
disabilities in employment in the open labour market, supported by
enhanced vocational training, employment programmes and further
development of supports. This is all the more needed in the current
economic climate. The numbers in receipt of DA has more than
doubled over the past ten years and while welcoming the fact that
those entitled to DA receive it, Inclusion Ireland calls on the
Department to analyse these figures with a view to encouraging more
people with disabilities to enter the work force. This will prove a greater
challenge this year. Further options such as back to education
allowances and vocational training must be explored. This should be
done in collaboration with the HSE as it implements the
recommendations on the Adult Day Services Review, Department of
Education, FAS and the Department of Enterprise, Trade and
Employment.
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¢ Inclusion Ireland welcomes the initiative undertaken by the Department
in relation to young people on DA in the Midlands but more remains to
be done to gather reliable data to inform engagement strategies, which
must include the introduction of a Cost of Disability Payment to
acknowledge that many people with disabilities will have additional
costs in trying to access employment. The arrangements put in place
which allow people to keep a proportion of their DA if they earn over
€120 per week in rehabilitative work in the open market, has proved a
positive step.

e The publication of the Review of the Disability Allowance should be
prioritised and a consultation process should take place in relation to
any recommendations to end the payment of Disability Allowance to
those aged 16.

e The impact of income from Discretionary Trust Funds and Pension
schemes on the payment of DA must be examined. Many parents set
up Discretionary Trust Fund Schemes or Pension Schemes on behalf
of their child with a disability. Families are concerned that the income
derived from these may lead to a reduction or loss of DA and other
benefits associated with the DA, particularly the medical card and
travel pass. This has been raised by Inclusion Ireland for the last three
years and is an area that needs to be clarified. An income disregard
similar to that for people in rehabilitative employment should be
investigated. The increase last year in the capital disregard for DA to
€50,000 has assisted this issue.

¢ Inclusion Ireland members have raised the position of people in receipt
of DA who get married or cohabit. If a person in receipt of DA marries
a person who is working they risk losing their DA and associated
benefits. The DA should be paid to the person in his/her own right.
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Given that the majority of people with a disability now receive the DA,
the possibility of having different levels of payment of DA or
supplements to DA (such as the living alone allowance), paid to people
who live at home with their families or independently, or who are in
residential/community based living arrangements funded by the HSE,
should be reviewed to reflect the different needs of each category.

The Companion Travel Pass for people in receipt of Disability
Allowance should be extended to cover a companion on a round trip
without the disabled person e.g. a parent who has to accompany
his/her child to a residential home/school after weekends or holidays at
home, or who has to make a trip to collect the child. Of necessity, one
trip is made without the person with the allowance.

The lack of community transport or suitable transport in rural areas
means that travel passes are of no benefit to many. Our members
have asked that arrangements be made to use their free travel pass
with private taxi services, private buses and other forms of community
transport. This should also apply to carers in rural areas.

Some people with an intellectual disability do not have the capacity to
manage their financial affairs. The social welfare legislation allows for
the appointment of an agent ‘to receive and deal with any sum payable
by way of benefit on behalf of the claimant or beneficiary’. Many
individuals with an intellectual disability receive their social welfare
income through appointed agents, usually either family members or
the service provider. There is no system of monitoring or supervision of
how agents deal with this money. The system of appointing an agent
at the time of application for DA needs to be further developed to
include confirmation that an individual is not able to manage his or her
own income.
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¢ Guidelines should be prepared for all agents, both services providers
and families. These guidelines must state that the money be clearly
earmarked as the individual’s property to be used for their benefit.
There is also a danger that large sums can build up in a person’s
account over time and not used, only to be claimed by others after the
person’s death. Every effort should be made to ensure that each
individual has his/her own bank account.

e Families should inform service providers if they act as an agent for
their family member when the person moves into a residential setting.
Some services request that the ‘agency’ is transferred to them. This
should be a private matter between the family and the service provider.
If the family do not wish to relinquish the agency, other arrangements
should be put in place to allow for the payment of charges or the
agreed contribution. Equally if service providers are acting as agent for
receipt of a person’s DA, they should, where appropriate, inform family
members and/or an advocate. The Department should liaise with the
HSE on this matter. The regulations governing this matter are near
completion and this should bring clarity to the issue of managing the
money of those in residential settings with limited capacity.

¢ Inclusion Ireland recommends a review of the agency system currently
in operation. An important first step would be the consideration of a
joint agency between service providers and family members or others
where the person is deemed to lack capacity.

e The Law Reform Commission has recommended that a person
associated with a care facility should not be permitted to be appointed
an agent under social welfare legislation. The Commission also
recommended that agency agreements would be subject to the
scrutiny of the Public Guardian system which it proposed for all
substitute decision makers.
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3. Advocacy

e The introduction of the personal advocacy service for people with
disabilities, as outlined by the Citizens Information Act 2007, should be
implemented as soon as possible. This statutory advocacy services for
people with disabilities was deferred in June 2008. The pilot schemes
supported by the Citizen’s Information Board have been welcomed and
are currently being evaluated as to their effectiveness and value.
However, the fact remains that they are voluntary, and advocates
working on such schemes have no statutory powers and can only
operate on the basis of voluntary cooperation. The importance of
independent advocacy for children with disabilities was highlighted by
the Ryan Report on abuse.
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SUBMISSION TO THE DEPARTMENT OF
EDUCATION & SCIENCE

1. EPSEN

¢ The implementation of the Education for Persons with Special Needs
Act 2004 (EPSEN) was put on hold last year, and will not be
implemented in 2010. This is a very important piece of legislation that
gives children with special needs the right to attend mainstream
schools with appropriate supports. It is another part of the
Government’s much lauded Disability Strategy being put on the long
finger. Inclusion Ireland has repeatedly called for funding for people
with a disability to be ringfenced.

e EPSEN also allows for Individual Education Plans. Individual
Education Plans allow for appropriate, focused education supports to
be put in place. Children with special needs may regress significantly if
intervention is not made from an early stage. It is essential during this
period that cooperation and planning for the eventual implementation
of EPSEN continues.

e The National Council for Special Education set up by EPSEN, was
charged with drawing up a plan for implementing EPSEN. This plan
was sent to the Department of Education in 2006 and set out the
resources needed, and a timetable for all sections of the Act to be
completed by 2010. To date there has been no response from the
Department of Education.
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2. McCarthy Report Proposals

e The proposal in the McCarthy Report to suspend additional recruitment
to the National Education Psychological Service (NEPS) will have a
negative impact on children with an intellectual disability. For the last
three years, schools have experienced major delays in getting
assessments for children with special needs. Assessments are vitally
important to a child’s development. Putting this measure in place is at
odds with Disability Minister John Moloney’s announcement in October
2009 that €20 million will be provided to special needs services for
children, including extra psychologists for NEPS.

¢ Inclusion Ireland rejects the proposal to charge for special needs
school transport. Some of the children availing of this service are
forced to travel long distances to schools as their local school will not
accept them. Inclusion Ireland supports the statement that “a change
in relation to the provision of escorts would significantly reduce the
overall cost of the service”, but the children involved must be not suffer
because the service is not run efficiently.

¢ Clarification is needed on the future role of the NCSE following the
recommendation in the McCarthy Report to absorb the Council into the
Department of Education. The NCSE was established in 2005 under
EPSEN, and Inclusion Ireland believes abolishing it after only four
years, before it has the chance to make any real impact, would be a
retrograde step.

3. Special Needs Assistants and Special Classes

¢ The McCarthy Report also says there is scope to reduce the number of
Special Needs Assistants (SNAs). The NCSE has arranged for its
Special Educational Needs Organisers (SENOs) to review SNAs
allocations in all schools with a view to ensuring that the criteria
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governing the allocation of such posts are properly met. The review is
due to be completed during 2009. The Department of Education is
separately carrying out a Value for Money and Policy Review of the
Special Needs Assistant Scheme, which is also due to be completed
by the end of 2009. No decisions should be taken on the McCarthy
Report’s recommendation until the review of special needs assistants
is completed.

Inclusion Ireland strongly condemned the decision to cut the number of
special needs classes in February 2009. The decision to reinstate
several of those classes was welcome, but further cuts to special
classes would have a very negative impact on the children affected.
This is coupled with an increase in class sizes, which means children
with special needs are receiving less attention in the classroom.
Children with an intellectual disability must be supported from an early
age in order to be given the greatest chance possible of reaching their
potential.

4. Training

Further Special Education Needs (SEN) training for teachers in
mainstream schools is essential to ensure they are equipped to
provide appropriate support and education to the ever increasing
number of children with special educational needs accessing
mainstream schools. It is essential that schools be resourced to
provide substitute tuition to facilitate teacher training in this area. The
Department needs to invest the necessary resources to introduce a
comprehensive programme of teacher and other professional training
to ensure schools are equipped to appropriately meet the needs of all
children with SEN. This is particularly important in light of the decision
to cut back on special classes.
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5. Nursing Support in Special Schools

e Many special schools have reported concerns about the lack of
appropriate nursing support within schools where children have
significant medical needs. There is frustration around the lack of a
dedicated funding stream where schools can apply for the necessary
resources. Inclusion Ireland calls for a joint approach between the DES
and DH&C and HSE to develop a policy and funding stream to address
this gap.

23



SUBMISSION TO DEPARTMENT OF
ENTERPRISE, TRADE & EMPLOYMENT

1. Comprehensive Employment Strateqy for People with
Disabilities

¢ Inclusion Ireland is represented on the Consultative Forum for the
development of a comprehensive Employment Strategy for People
with Disabilities. This development of a Comprehensive Strategy is
welcome as there have been various initiatives over the past decade to
promote employment opportunities for people with disabilities but
unemployment is still a significant problem for this group. It is
imperative that the Strategy will provide innovative solutions to the
many barriers currently in the system. We are still waiting for this
Strategy to be published. Given that we are facing increasingly difficult
economic times, it is imperative it is published as soon as possible.

¢ The Strategy must provide solutions that will create opportunities for
people with an intellectual disability to access flexible and responsive
supports to enable them to gain, retain and progress in employment.

e The Wage Subsidy Scheme should be expanded. This Scheme has
the potential to address some of the difficulties that have arisen in
Sheltered work centres where people are working but not enjoying
employment rights. The Scheme, if promoted to individuals and
potential employers, should be a popular one for those who are able to
work more than 20 hours a week. However only a small number are on
the scheme.

e FAS has been providing mainstream training and employment services

to those with a disability since the year 2000. In line with the ]
Employment Strategy, appropriate funding must be available to FAS to
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ensure there is greater awareness amongst people with disabilities
and employers of the programmes of support available to them.
Information campaigns specifically targeting people with an intellectual
disability are necessary to ensure they are aware of their right to be in
employment and aware of the supports available to them.

e There needs to be more joint working initiatives between the
Department of Enterprise Trade and Employment and the Department
of Health and Children and the HSE, and the Department of Social and
Family Affairs, to develop innovative supports and programmes for
people to move from health and personal social services supports to
employment, or access both when necessary. All people with
disabilities regardless of whether they will enter employment should
have meaningful options for a daily occupation.
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SUBMISSION TO DEPARTMENT OF
ENVIRONMENT, HERITAGE & LOCAL
GOVERNMENT

1. National Housing Strategy for people with Disabilities

¢ Inclusion Ireland welcomes the work of the National Housing Strategy
for People with disabilities and hopes that it will be completed, on
target, by the end of 2009. In recent decades successive Governments
have failed to adequately address the housing needs of people with
disabilities. As a result many people with a disability are trapped in
unsuitable homes or inappropriate residential services. Many are
forced to move into residential care settings due to the absence of
adaptations to their own homes or adequate support within their own
homes. People with an intellectual disability are further disadvantaged
as their housing needs have traditionally been met by health funded
services. People with an intellectual disability have a right to
appropriate housing in their own communities.

e The Protocols being developed as part of the Housing Strategy are
vitally important, and Inclusion Ireland welcomes the development of
two of the three protocols and hopes the final protocol can be
developed before the end of the year. These Protocols will govern
arrangements between Local Authorities and the HSE so that a
continuum of housing and health related supports can be provided
seamlessly to people with an intellectual disability, ensuring their
needs are met in their own communities.

2. Disabled Persons Housing Grant

e Amounts granted under the Housing Adaptation Grant must not be
reduced in light of the current economic situation, and the continued
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benefit of the Grant should be highlighted in the Sectoral Plan Review.
In this time of downturn in the building industry, there are great
opportunities for work in this area.

3. Access for All

Inclusion Ireland welcomes the commitments under the Department’s
Sectoral Plan and the Programme for Government to ensure access
for all within public and private buildings and spaces.

It is very disappointing that despite a review of Part M being initiated in
December 2005, with a view that it would be published for consultation
in early 2007, that consultation was only announced in July 2009, over
18 months after originally envisioned. This in turn puts back the date
by which public buildings must be compatible with Part M, which was
stated in Section 25(3)(a) of the Disability Act to be not later than 31
December 2015, or not later than 10 years after the commencement of
the amendment of Part M. The delay in consulting on the amendment
to Part M means that it will now be 2020 at the earliest before
compliance can be enforced. The current consultation process on the
amendment to Part M must take full acquiescence of all submissions,
particularly in light of previous problems with 1997 Part M, whereby
Part M designed structures were not accessible to more sophisticated
wheelchairs.

The building regulations must be strictly enforced to ensure
appropriate accessibility within new buildings, as well as buildings
which undergo major refurbishment. The increased fines and simplified
prosecution process, which was brought in with the Building Control
Act 2007, will be worth little if enforcement and inspection is
inadequate.
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4. Mobility Allowance and Disabled Drivers & Passengers
Scheme

¢ Inclusion Ireland has long campaigned for a relaxation of the stringent
medical criteria laid down in the regulations governing the Mobility
Allowance, and other schemes concerning drivers and passengers
with a disability. The 2007 Programme for Government includes a
commitment to review such eligibility criteria. In early 2009, the
Equality Tribunal found the HSE unlawfully discriminated against
people with an intellectual disability and mental health problems when
deciding eligibility criteria for the HSE’s mobility allowance. The
Tribunal recommended that the Department of Health examine all
allowance schemes to ensure the assessment processes comply with
the Equal Status Acts and ordered that the HSE reassess the
complainant’s application for the mobility allowance.

e Under the disabled driver and disabled passenger scheme, severely
and permanently disabled persons are entitled as drivers or
passengers to repayment of VRT and VAT paid on specially
constructed or adapted vehicles. To qualify, a person's disability must
relate to the use of one or both legs or arms. Inclusion Ireland is aware
of the hardship this causes to parents who have a child whose
intellectual disability makes it very difficult for them to avail of public
transport. A number of these children may technically have the use of
their legs but are unable to walk for any distance or stand for any
length of time. The Disabled Drivers and Disabled Passengers (Tax
Concessions) Scheme — Independent Review Group, reported to the
Minister of Finance in 2002, but it was not until July 2004 that the
report was made public. This group made ten recommendations that it
said should be implemented without further delay. The most important
recommendation called for consideration to be given to making
legislative change to repeal the current stringent medical criteria based
on lack of limbs with a more general mobility-focused medical
assessment. This recommendation is fully endorsed by Inclusion
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Ireland. The Department of Finance has placed a reservation on this
proposal. Inclusion Ireland has calls for this to be lifted without delay.

5. Disabled Persons Parking Card

Inclusion Ireland welcomes the plan to review this scheme. The review
must consider extending the Disabled Persons Parking Card Scheme
to the families of people with an intellectual disability whose children or
adult dependents have mobility problems or whose behaviour is such
that it is impossible for them to use public transport or walk for any
distances. The criteria for eligibility for the scheme, along with its
current administration by two voluntary organisations that act as
gatekeepers, needs to be considered in the Review.

SUBMISSION TO OFFICE OF
REVENUE COMMISSIONERS

1. Tax Relief

Tax relief for home carers is only applicable to married couples and
does not cover widowers or lone parents. This Tax Relief must be
reviewed.

Tax relief should be given to carers for predetermined categories of
expenses associated with their caring commitment (e.g. technical aids,
medical care, care products, renovations to home, bought in support
care).
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SUBMISSION TO DEPARTMENT OF
JUSTICE, EQUALITY AND LAW REFORM

1. Capacity Legislation

¢ Inclusion Ireland welcomes the Scheme of the Mental Capacity Bill,
which was published in September 2008. Inclusion Ireland has been
campaigning for changes to the law in this respect for many years.
People with an intellectual disability do not have clear rights to make
decisions. The law on deciding who has decision making capacity is
totally inadequate and arrangements for supported and substitute
decision making are non-existing. The new Scheme is the first piece of
new legislation in this area since the Lunacy Act of 1871. Ireland must
introduce new capacity legislation in order to ratify the UN Convention
on the Rights of Persons with Disability, which Ireland has signed up
to.

e While Inclusion Ireland recognises the importance of this new Scheme,
the Scheme does not take on the recommendations of the Law Reform
Commission Report on Vulnerable Adults and the Law, and is in
danger of replacing the current Wards of Court system with another
court system. Under the new Scheme, the courts will continue to be
used to determine if a person with an intellectual disability has
capacity. Inclusion Ireland favours proposals put forward by the Law
Reform Commission, which allow for tribunals to decide on capacity.
This system would better support the person’s rights. Inclusion Ireland
has presented a submission to the Department of Justice on the
Scheme and looks forward to further consultation. Inclusion Ireland
hopes new legislation will be introduced before the end of 2009, as
stated by the Minister for Justice.
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2. Law Reform Commission

¢ Inclusion Ireland believes any move towards the abolition of the Law
Reform Commission (LRC), as proposed in the McCarthy Report,
would be a retrograde step. The LRC has produced a number of
Reports in recent years, which dealt with issues affecting people with
an intellectual disability, including a consultation paper on the legal
aspect of carers (2009), a consultation paper on vulnerable adults and
the law (2005) and a report on vulnerable adults and the law (2006).
Up to 70 per cent of the LRC’s Reports result in new legislation, and
the LRC provides consultation and legal expertise on issues which
would otherwise go unaddressed.
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INCLUSION IRELAND MEMBER ORGANISATIONS

e ABILITY WEST FORMERLY GALWAY ASSOC
e ST AIDAN'S DAY CARE CENTRE

e AISLING CENTREP &F

e ANNE SULLIVAN CENTRE

e ST ANNE'S SEAN ROSS ABBEY

e ARAS ATTRACTA

e ARD - NA - SEARHA PARENTS GROUP

e ARD AOIBHINN CENTRE

e ARRA VIEW SERVICES LTD

e BALLINASLOE ADVOCATES

BASC ENTERPRISES, BANDON
BLUESTACK FOUNDATION

e BREIFNE SOCIAL HOUSING

e BROTHERS OF CHARITY - CLARE

e BROTHERS OF CHARITY — CLARINBRIDGE

e BROTHERS OF CHARITY — GALWAY REGION
e BROTHERS OF CHARITY - LIMERICK

e BROTHERS OF CHARITY - ROSCOMMON

e BROTHERS OF CHARITY — SOUTH EASTERN
e BROTHERS OF CHARITY - SOUTHERN

e CAMPHILL COMMUNITY - BALLYBAY

e CAMPHILL COMMUNITY - CARRICK-ON-SUIR
e CAMPHILL COMMUNITY - DUNSHANE

e CAMPHILL COMMUNITY - GRANGEMOCKLER
e CAMPHILL COMMUNITY - KILCULLEN

e CAMPHILL DUFFCARRIG

e CAREWORLD

e CARRIGLEA CAIRDE SERVICES

e CASTLEBLANEY CARE ASSOCIATION

e ST CATHERINE'S ASSOCIATION LTD
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CENTRAL REMEDIAL CLINIC

CENTRE FOR DISABILITY STUDIES, UCD
CHEEVERSTOWN FAMILIES & FRIENDS
CHEEVERSTOWN HOUSE

CHILDREN'S SUNSHINE HOME

CLANN MOR RESIDENTIAL AND RESPITE LTD
CLARE FEDERATION

CLOGHER HOUSE FRIENDS

CLONES BRANCH

CO ACTION WEST CORK

COISTE CUCHULINN
CO LONGFORD ASSOC FOR PERSONS WITH INTELLECTUAL DISABILITY

COMMUNICATIONS WORKERS' UNION
COPE FOUNDATION
CORK ASSOC OF P&F

CORK CEBAS PARENTS ASSOC
CO WEXFORD COMMUNITY WORKSHOP (ENNISCORTHY LTD)

DARA RESIDENTIAL SERVICES
DAUGHTERS OF CHARITY SERVICES
DELTA CENTRE

DOCHAS (HOPE FOR PEOPLE WITH AUTISM)
DOMUS SERVICES

DONEGAL ASSOC OF P&F

DOWN SYNDROME ASSOC, IRELAND
DOWN SYNDROME ASSOC, SLIGO

DOWN SYNDROME, TIPPERARY
DRUMLIN HOUSE

DUNDALK P&F

DUNMORE HOUSE P&F ASSOCIATION
EAST CORK P&F

EMBRACE

ENNISCORTHY DISTRICT, ASSOC OF P&F
FAMILY & FRIENDS OF GHEEL
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FESTINA LENTE FOUNDATION

GRA AUTISM PARENTS GROUP

HELPING HANDS, TALLAGHT

ST HILDA'S, ATHLONE

HOLY FAMILY SCHOOL, COOTEHILL
HOSPITALLER ORDER OF ST JOHN OF GOD
INISHOWEN LEARNING DISABILITY NETWORK
IRISH COUNTRYWOMEN'S ASSOCIATION
IRISH NATIONAL TEACHERS ORGANISATION
IRISH NURSES ORGANISATION

IRISH TRADE UNION TRUST
ST JOHN OF GOD CARMONA SERVICES

ST JOHN OF GOD DAY CENTRE P&F GROUP
ST JOHN OF GOD NORTH EAST SERVICES (HILLTOP)

ST JOHN OF GOD HOSPITALLER SERVICE
ST JOHN OF GOD MINNI DAY SERVICES

ST JOSEPH'S FOUNDATION, CHARLEVILLE
ST JOSEPH'S HOSPITAL, CLONSILLA P&F
ST JOSEPH'S ID SERVICE, PORTRANE

ST JOSEPH'S PARENTS ASSOCIATION
KARE

KERRY PARENTS & FRIENDS ASSOC
KINGSRIVER COMMUNITY

KILKENNY COLLECTIVE FOR ARTS

LAMH

LAOIS DOWN SYNDROME IRELAND

LAOIS PARENTS AND FRIENDS OF PEOPLE WITH SPECIAL NEEDS
L'ARCHE IRELAND LTD

LITTLE ANGELS ASSOCIATION, DONEGAL
LONGFORD ASSOCIATION

LORREQUER HOUSE
MALTA SERVICES

ST MARY'S DRUMCAR
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ST MARY'S DRUMCAR, DUBLIN BRANCH
ST MARY'S P&F ASSOCIATION, DELVIN
ST MARY' S SCHOOL DRUMCAR
MICBOARD ASSOC OF IRELAND

MENNI SERVICES FAMILIES & FRIENDS
ST MICHAEL'S HOUSE HQ

MIDWAY, MEATH

MONAGHAN BRANCH LTD

MOORE ABBEY, MONASTEREVIN
MOORE HAVEN CENTRE - TIPPERARY
MOOREHAVEN CENTRE P & F

MULLINGAR & DISTRICT P&F ASSOCIATION
NATIONAL CENTRE FOR EPILEPSY

NATIONAL FEDERATION OF ARCH CLUBS
NIID, TCD

NORTHWEST P&F ASSOCIATION

NURSE MANAGERS ASSOCIATION
OFFALY ASSOCIATION

ONEZONE SUPPORT GROUP

OUR LADY OF GOOD COUNSEL SCH - P&F
PARENTING WITH A DIFFERENCE

ST PATRICK'S CENTRE, KILKENNY LTD

ST PAUL'S SPECIAL SCH PARENTS ASSOC
PAVING THE WAY

PEACEHAVEN TRUST

PEAMOUNT HOSPITAL INC

PEAMOUNT HOSPITAL P&F - LIMELIGHT
ST PETER'S ASSOC OF P&F CASTLEPOLLARD
POPE JOHN PAUL Il CENTRE P&F ASSOC
PORTARLINGTON P&F OF MOORE ABBEY
PORTMARNOCK INTEGRATED ARCH CLUB

PROSPER FINGAL
PRAXIS HOUSING ASSOC

PARENTS
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PSYCHOLOGICAL SOCIETY OF IRELAND

ST RAPHAEL'S P&F ASSOCIATION
REHABCARE

RETT SYNDROME ASSOCIATION IRELAND
ROSCOMMON ASSOCIATION

S.0.F.T (SUPPORT ORG FOR TRISOMY)

SCOIL CHIARAIN

SIPTU

SISTERS OF CHARITY JESUS AND MARY(MOORE ABBEY)
SISTERS OF LA SAGESSE - CREGG HOUSE
SOCIAL WORKERS IN LEARNING DISABILITIES
SOS KILKENNY LTD

SOUTH TIPPERARY AUTISM SUPPORT GRP
SNAP- SPECIAL NEEDS ACTIVE PARENTS

SPECIAL OLYMPICS IRELAND
ST CRONAN’'S ASSOCI ATI ON LTD

STEWART'S HOSPITAL

STEWART'S SCHOOL PARENTS ASSOC
SUNBEAM HOUSE SERVICES
THURLES P&F ASSOC

TIPPERARY ASSOCIATION
WALKINSTOWN ASSOCIATION
WATERFORD ASSOCIATION

WESTERN CARE ASSOCIATION
WEXFORD CO COMM WORKSHP

(NEW ROSS)

WINDMILL THERAPEUTIC TRAINING
UNIT LTD
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INCLUSION IRELAND

Mational Association for People with an Intellectual Disability

Unit C2, The Steelworks, Foley Street, Dublin 1, Ireland.
Tel: +353 18559891 Fax:+353 1 855 9904 infoidinclusionireland.ie www.inclusionireland.ie

Inclusion Ireland is the largest national organisation representing and
promoting the interests of all people with an intellectual disability, their
families and service providers in Ireland.

The vision of Inclusion Ireland is one of people with an intellectual disability
living and participating in their community with equal rights as citizens to
live the life of their choice to their fullest potential.

The mission of Inclusion Ireland is to be the independent champion of
people with an intellectual disability and their families whose standing and
expertise in intellectual disability is acknowledged and to ensure that
people with an intellectual disability have their voices heard, are not
isolated or segregated and lead more independent and healthier lives.

Founded in 1961 Inclusion Ireland has nearly 170 affiliated organisations

providing services and supports to the 26,000 people with an intellectual
disability in Ireland.

promoting rights, independence, dignity and equality
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