Disability Services Action Plan 2024-2026
Evidence for proposed increase in service capacity

The measures included in the Disability Action Plan 2024-2026 were informed by

e Evidence on unmet and future needs, as documented in the Disability Capacity Review to
2032, and in up to date data on service use and need from the H.S.E., the Health Research
Board, and other sources. For more detail see gov.ie - Disability Capacity Review to 2032 - A
Review of Social Care Demand and Capacity Requirements to 2032 (www.gov.ie)

e Ireland’s commitments under the United Nations Convention on the Rights of Persons with
Disabilities, especially Article 19. Here is a link to the text of the Convention
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-
with-disabilities/convention-on-the-rights-of-persons-with-disabilities-2.html

e Feedback from the public consultation in which almost 800 people took part

Evidence on future and unmet needs

1. Scale of demographic change

The Disability Capacity Review found that, compared to 2018 levels, the number of adults requiring
specialist disability services is expected to be 17% higher by 2032. The fastest growth will be for
young adults (up a third by 2032) and over-55s (up a quarter by 2032). This will significantly impact
demand, especially for the two largest programmes: residential care, and adult day services.

2. Children’s specialist multidisciplinary services

Recruitment of additional staff, under Roadmap for Children’s Disability Services

Based on the H.S.E.’s Roadmap for Service Improvement in children’s multidisciplinary therapy
services, the Action Plan proposes recruitment of additional staff for Children’s Disability Network
Teams (CDNTSs) in response to

e The critical importance of early intervention for children with disabilities and their families

e significant waiting lists for access to services, with over 16,000 children awaiting services
from CDNTSs in March 2023

e a2 34% vacancy rate in CDNTs

e The requirement to complete statutory Assessments of Need under the Disability Act 2005
within the designated timeframes, with an estimated 18,000 assessments due for
completion in 2023

e Ongoing annual inflow of over 7,000 requests for Assessments of Need

e Arevised Assessments of Need process, as required as a result of recent High Court rulings,
aligned to the child or young person’s requirements

The scale of what can be achieved over the 2024-26 period is limited by the challenges of recruiting
staff, and the need to replace staff who retire or resign. A high-level Workforce Group chaired by the
Minister of State for Disability will drive measures to increase capacity in the education and training
system for therapists and therapy assistants.
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National Policy on Access to Services for Children and Young People

The National Policy on Access to Services for Children and Young People with Disability &
Developmental Delay provides for children to access services from their local Primary Care Team or
CDNT, depending on their needs, with CDNTSs catering for more complex needs. Under the Action
Plan, additional investment is proposed in the capacity of Primary Care Teams, to make access to
primary care teams a reality.

Demonstration project on support for challenging behaviour

The profile of children and young adults attending disability services is changing, with around half
now being individuals with autism, often in conjunction with other difficulties such as intellectual
disability or mental health difficulties. A proportion of these young people also present with
significant levels of challenging behaviour. Early intervention and behaviour support are key
interventions to mitigate the distress leading to challenging behaviour, and to enable this be
managed in the individual’s usual environment and everyday life. The H.S.E. has commenced a 2-
year pilot of a Harvard programme to prevent, respond to, and intervene intensively in relation to
behaviours that challenge. This will support a whole-team capacity-building model of understanding
and helping such children.

3. Adult multidisciplinary therapy services

The Disability Capacity Review estimated that by 2027, provision of multidisciplinary therapy
services would need to grow by around two thirds compared to 2018 levels, due to a significant
underlying deficit in the level of services, as well as growing numbers of adults with disabilities. The
public consultation undertaken for the Action Plan also raised lack of access to therapy services for
adults as a key issue. The need for appropriate levels of therapy support is also underlined by the
changing profile of need of young adults entering disability services, where over half those school-
leavers profiled in 2023 had autism, and a growing number have complex needs. Most young people
with disabilities leaving Tusla care at 18 also have complex needs, and would benefit from continuity
in their access to therapies as they move into adulthood. The Action Plan 222 WTE for adult
multidisciplinary therapy services over its lifetime, along with development of a planned approach to
their deployment.

Community neuro-rehabilitation

The Action Plan rolls out additional community-based specialist neuro-rehabilitation teams for
adults, in line with the 2019 Implementation Plan for the National Strategy and Policy for Neuro-
rehabilitation Services (2011). These teams are the community-based tier of the recommended
population-based Managed Clinical Rehabilitation Networks, which include specialist tertiary
inpatient rehabilitation services (National Rehabilitation Hospital) and local specialist inpatient
rehabilitation services. To reflect international norms per head of population, and enable
appropriate clinical governance, the size of each community-based neuro-rehabilitation team is to
be progressively increased to reach 18 staff by 2026.

Specialist community-based supports for children who need neuro-rehabilitation are also being
planned.

4. Adult Day Services

Day service needs — school leavers and those exiting Rehabilitative Training
Those who enter adult day services generally do so for life. Additional places are required every year
to cater for young adults entering disability day services, either school leavers, or those who first do



a two-year Rehabilitative Training programme. Since 2015, extra capacity has been provided every
year for the inflow of young adults. Given that births rose in the 2000s, the number of young adults
with a disability is likely to grow. However, if the share of such young people who progress to
education, training or employment can be increased, that could lower how many new young people
will need a day service. On that basis, the Action Plan provides for approximately 3,650 new day
services placements to 2026.

Day service needs — those who present later in life

In addition to school leavers, there is also an inflow of older people who need access to day services,
either because they have become disabled as adults, or due to other changes in personal
circumstances. Subject to verification, it is estimated there are around 600 older adults currently
awaiting a day service place, and there is an annual inflow of around 200 in this category. Under the
H.S.E.’s Framework for Management of Day Service Vacancies, identified fillable vacancies, estimated
around 200 a year, are targeted for this older group.

Enhancing service quality for pre-2015 entrants in line with New Directions

The additional day service capacity provided since 2015 has been based on the H.S.E.s New
Directions model of person-centred services, where individuals are supported in line with their
wishes to participate in activities of their choosing, rather than through the traditional model of
large-scale collective services where individuals were expected to fit in with the activities of the
group as a whole. However, many pre-2015 day service users are still supported in the traditional
model. The Action Plan proposes to give this group initially two days a week of the personalised
modelin 2025, extending then to three days a week in 2026.

Unit costs higher for personalised supports
The unit cost of this personalised approach is higher than the traditional model.

Another factor driving up unit costs is the changing profile of need, with increasing numbers requiring
intensive levels of support. For example, of school leavers profiled for entry to day services, 35% in
2019 and 52% in 2023 had autism. Data for 2021 suggested up to three quarters presented with high
support needs linked to behaviour.

Adaptation of premises

It is estimated that of about 180 new day service locations that would be required over the next five
years, of which about 100 might need to be purpose built or adapted to accommodate people who
are medically-compromised or have complex needs.

5. Personal Assistance

Article 19 of the UN Convention on the Rights of Persons with Disabilities calls for the provision of
personal assistance necessary to support living and inclusion in the community, and to prevent
isolation or segregation. Personal assistance is a key enabler of participation in community life, in
education and employment. Therefore, the Action Plan provides for an increased emphasis on this
form of support.

The Disability Capacity Review identified growing demand linked to demographic change, low levels
of overall provision, and low weekly hours of those who do get a Personal Assistance service.
Through the consultation process, we heard about the need for more personal assistance services,



to support people with disabilities to live full lives of their choosing. This was also voiced through the
consultation processes for the UNCRPD Country Report, and for the Cost of Disability Study.

6. Home Support

As with Personal Assistance, the Disability Capacity Review identified low levels of provision of home
support, which is critical to support activities of daily living, together with the limited hours available
to those who get this service, and a growing need linked to demographic change.

7. Personalised Budgets

Personalised budgets offer people with disabilities choice over the supports they receive, by
providing a budget to source their own supports rather than being supported through a disability
service provider. The report of the Task Force on Personalised Budgets recommended that different
models be tested and evaluated. The personalised budgets pilot project underway will be evaluated
independently, before presenting any proposals to Government on wider adoption of this approach.

8. Respite

Respite services or short breaks play an important role in supporting families and building resilience,
and these are highly valued by families and by service users. There was strong support through the
consultation exercise for additional investment in respite services. Investment in respite may also
moderate demand for full-time residential care places.

The Disability Capacity Review showed that in 2017, fewer than one in four people with an
intellectual disability and living in the family home got access to any form of respite; for adults, it
was one in three. Access to respite services for people with physical or sensory disabilities was even
lower. H.S.E. data show that in 2022, just under 5,200 people accessed any respite, out of a minimum
of 74,000 registered with specialist disability services as recorded on the Health Research Board’s
NASS database of disability service use and need.

9. Intensive Support Packages

The H.S.E. has developed alternative packages of intensive supports to sustain individuals and their
families who are under intensive pressures, including people who might otherwise enter long-term
residential care at a young age. This as an important investment in the well-being of these young
people and their families. In addition, it is likely to be considerably more cost-effective than the
model of early entry into high-cost lifelong residential care.

The Action Plan proposes to increase the number of these intensive support packages, to reach an
additional 550 people with high or urgent needs. The H.S.E. will also commission an evaluation of the
intensive support packages put in place to date, and the findings will guide the nature and scale of
future development of this area.

10. Residential care places and supported independent living

Additional residential places — demographics and unmet need

The H.S.E. funds disability residential care to around 8,200 people, mainly with intellectual
disabilities. Most of this is in shared housing in the community, with on-site staff. Around three
quarters is delivered via the voluntary sector. In addition, the H.S.E. part-funds specialist disability
residential care for children under 18 who are in the care of Tusla, and fully funds those places when
the young people reach 18.

In the years since the economic crash, there was a loss of residential capacity as new regulations and
standards were implemented at a time of limited resources, changing need, and adoption of a policy



towards progressive closure of congregated residential settings. The number of new places provided
was insufficient to counteract this loss of capacity, and to cope with rising demand for residential
care with an ageing population. The Disability Capacity Review showed a consistent fall from 2007 to
2017 in the proportion of people with intellectual disabilities in supported living, and a sizeable
build-up of people who now needed such a place. In 2017, around half of all people with an
intellectual disability aged in their forties lived in the parental home, compared to around 4% of the
population at large.

In 2023, the H.S.E. profiled almost 1,300 people who were actively seeking a residential place, of
whom 330 were deemed to have an emergency need. As well as the group with ageing parents, 40%
of those deemed to have an emergency need were aged under 30, many of them with complex
needs due to exceptional medical conditions, or behaviour challenges.

The Health Research Board estimated in 2022 there were over 1,700 people who required a
residential place either immediately or within the next five years. In addition to addressing existing
backlogs, roughly 100 additional places are required every year due to the changing size and age
profile of the population.

There is also a need to replace unsuitable accommodation being withdrawn from the system every
year, for example when someone dies in a congregated residential facility that is scheduled for
closure, and that vacancy is not filled. For example, H.S.E. data for the three years 2020-2022, show
267 people passed away in these centres, 106 were admitted, with a net loss of 161 residential
places.

While the profile of most individuals with the highest need for residential care is well known,
nevertheless most of the new residential care places over recent years have been provided on an
emergency rather than on a planned basis. This means the H.S.E. spot-buying individual residential
places one by one at high cost, mainly from the for-profit sector.

Planned moves can enable a better match to be made between the residential service offered and
the individual’s support needs. They enable transitions to be planned with the individual and their
family, and a settling in their new home, rather than abrupt transitions at a time of individual or
family crisis. And they offer better value for money in enabling the H.S.E. manage costs proactively,
rather than being a price taker in emergency situations.

The Action Plan therefore proposes a significant build-up of residential capacity, increasingly on a
planned basis, to begin to get to grip with the scale of unmet need, and replace unsuitable capacity
being withdrawn from the system. Subject to procuring or building suitable accommodation, it is
intended to provide funding to facilitate a total of 900 additional places between 2024 and 2026.

It is also planned to examine alternative models of residential care. A group will be established to
consider how individuals may be facilitated to be supported to continue to live in the family home
after a parent dies.

Alternative models of support for young people in crisis

Around 40% of those presenting as emergency cases for residential disability services are people
with disabilities aged under 29, including a number of teenagers. Profiling by the H.S.E. has shown
that a large number are young people who have a combination of intellectual disability with autism
and/or mental health difficulties, and severely challenging behaviour, who may require intensive 1:1
support or more in a residential placement, at very high cost.



Better funding for early interventions, respite and family support, behaviour therapies, and mental
health care can help reduce future prevalence of these difficult situations. A H.S.E. Working Group is
also developing a proposal for temporary therapeutic placements as an alternative to early entry to
long-term residential care.

Towards ending disability residential care in congregated settings
Article 19 of the UNCRPD which provides for people with disabilities to live in the community with
the right, equivalent to others, to choose where and with whom to live.

The Time to Move On from Congregated Settings report (2011), documented national and
international evidence on poorer outcomes for provision of disability care in large institutional or
campus-based settings, and recommended the closure of all such settings over a seven-year period.
Successive HIQA reports have also highlighted the prevalence of poor governance, poor quality of
life, and a high share of regulatory failure in congregated disability settings. The NDA’s 2021 report
Moving In, Moving On showed better quality of life for those who had transferred out of
congregated centres into homes in the community.

The Time to Move On report estimated there were 4,100 people living in these settings at that
time, but more recent work by H.S.E. identified a further almost 600 individuals living in centres
meeting the definition of ‘congregated setting’ (ten or more people living together in the same
premises or campus) but not included in the original count, nor in the system that tracked progress
across the original set of centres.

The number of people living in the original centres covered by the 2011 Report has more than
halved in the intervening years. This has been the outcome of programmes to move individuals out
of these centres into homes of their choosing in the community, alongside a general policy not to
backfill vacancies arising due to outward moves or due to deaths of residents. However, when the
‘unenumerated’ centres are included, it is estimated there may be up to 1,900 people who continue
to live in centres that are largely institutional in character and practice, and generally incompatible
with Ireland’s UNCRPD obligations under Article 19. For this reason, the Action Plan proposes an
accelerated programme of decongregation, with a view towards ensuring that by 2030, all such
unsuitable facilities have closed.

Housing units
The number of housing units required will depend on the mix of one, two, three and four person
homes in the community that would match the needs and preferences of those who will live there.

Support to live at home, not in a nursing home

The Ombudsman’s report Wasted Lives (2021) considered the inappropriate placement of people
under 65 with disabilities in nursing homes for older people. It recommended an annual budget to
assist such people in leaving nursing homes, if that is their preference, and to support and enable
them to enter into more appropriate living arrangements. In 2021, 14 such people were supported
to move out of nursing homes to more suitable living arrangements in the community, and in 2022,
22 people moved. Funding is in place for a further 43 moves in 2023.

Although-there are around 1,250 known individuals aged under 65 who live in nursing homes, in
some cases, this is their choice and preference, or the most appropriate care setting, while in others
a nursing home is unsuitable. The H.S.E. is engaging with individuals for review and assessment for
continued nursing home placements or transition to the community. It is also conducting a wider
survey of all HIQA registered Nursing Homes to get a full picture of under 65s and their needs.



The Action Plan proposes to provide additional supported places in the community to progressively
act on the results of this work.

Key findings from public consultation

A four-strand public consultation exercise was undertaken in autumn 2021 to inform the
development of the Action Plan for Disability Services. This included online public consultation, an
on-line consultation event, two face-to-face consultation events with people with intellectual
disabilities, and people with physical disabilities, and written submissions from the disability
umbrella groups on behalf of their memberships. A full account of the consultation is available at
https://www.gov.ie/en/collection/b6c6b-report-on-the-public-consultation-on-disability-social-care-
services-to-guide-the-disability-action-plan-2022-2025/

The main points raised were:

e The Action Plan should advance the rights in the UN Convention on the Rights of Persons with
Disabilities (UNCRPD)

e People experienced difficulties in accessing the services they needed, with gaps in services, and
long waiting times — these ranged across early intervention, children’s therapies, adult therapies,
respite, residential care, assistive technology, mental health supports, personal assistance, home
support, and transport to access day services

e People with disabilities should have access to supports to enable them to live independently

e There should be greater use of assistive technology to maximise independence

e There should be better information on what is available, looking for services shouldn’t be a full-
time job

e The transition from residential care in congregated settings to the community should be
completed

o There should be multi-annual funding to enable forward planning

e There should be structures to ensure clear and transparent outcomes for the funding provided

e There should be sustainable services that ensure stability and quality of service to people with
disabilities

e The voice of service users should be strengthened and their capacity to participate in the

ongoing planning, evaluation and transformation of disability services should be built and
supported

e Services should be more flexible, individualised and personal and reflect UNCRPD principles.

e There should be more emphasis on personalised budgets where individuals can plan and
manage own services

e There should be better links between mainstream and specialist disability services
e There should be more seamless transitions from child to adult services

e Putin place a national framework for assessing need underpinned by selecting and using an
agreed assessment/resource allocation tool

e Data for planning purposes, and identification of needs should be improved

e Avreview of the regulatory system should be undertaken


https://www.gov.ie/en/collection/b6c6b-report-on-the-public-consultation-on-disability-social-care-services-to-guide-the-disability-action-plan-2022-2025/
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Priorities for those consulted
The on-line survey, in which roughly 600 people took part, asked what people saw as priorities. It
was possible to look at how priorities differed across different categories of people who responded.

A majority saw waiting lists as a greater issue than service quality, but opinion was more equally
divided on whether to give more emphasis to tackling shortages, or equal attention to more
services, or to better quality services. Those who responded generally favoured a wide-ranging
approach to improvements, but felt that some gaps in services required more attention than others.
A wide range of services were listed as priorities by different people. While the top priorities for
extra services were different across different groups, there were some common themes. These were

e the importance of early intervention
e access to multidisciplinary assessment and therapy intervention services
e respite

Respondents with a disability, both in the survey and in the face-to-face strand, also placed a high
priority on access to personal assistance, and on support to engage in community activities.

Highest priorities for different groups of survey participants

e Survey participants with a disability favoured in particular early intervention; access to
multidisciplinary therapies for adults; personal assistance; day services and support for
engagement in community activities.

e Carers of young children raised the difficulty accessing children’s disability services and the
lengthy waiting lists for children’s therapy services. This group saw early intervention and
children’s therapies as their main priorities, followed by respite services.

e For carers of adults with a disability, respite was the number one priority, with day services,
residential care places, and access to therapies also being key concerns.
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