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Shaping the Future of Intellectual
Disability Nursing in Ireland

A Vision for Intellectual Disability Nursing 

I

Vision for Intellectual Disability Nursing

Registered Nurses in Intellectual Disability (RNIDs), are a key profession in the
provision of health and social care supports for people with intellectual disabilities.
These professionals welcome the prospect of advancing and enabling the highest
quality of opportunities and providing health and social care supports to individuals
with an intellectual disability in the changing landscape of disability services.  

The findings of this national project suggest a clear requirement for the role of the
RNID in the future in supporting the implementation of policy thereby enhancing the
service delivery model in an interdisciplinary environment.

Changing demographics, renewed movement into community settings and newly
emerging health care needs among people with intellectual disability mean that the
delivery of person-centred care in all aspects of people’s lives is central to the RNIDs
role. This will involve new forms of care in the community, high quality health care
provision to address complex health needs and long term and progressive conditions
as people age and a holistic commitment to realising the fullest community lives
possible for people with an intellectual disability.  

RNIDs are committed to being at the forefront of implementing service reform for
people with an intellectual disability, movement to more community forms of living
and service delivery, through modeling and leading person-centred approaches.
RNIDs will also serve where needed in liaison roles between primary, secondary and
tertiary healthcare services and individuals with an intellectual disability.

As a group whose educational and experiential preparation is solely focused on
people with an intellectual disability; RNIDs have the values,  knowledge and
professionalism to deliver safe, high quality, compassionate, ethical, legal and
accountable practice to the individual with an intellectual disability across the lifespan
and in the variety of settings where they live. 



II

The art and science of intellectual disability nursing is underpinned by the
following six domains of practice:

� Professional values and the conduct of nurse competences
� Nursing practice and clinical decision making competences
� Knowledge and cognitive competences
� Communication and interpersonal competences
� Management and team competences
� Leadership and professional scholarship competencies 

(NMBI, 2016)

From this national work undertaken by the HSE, a framework for the future of
intellectual disability nursing has emerged that advances an overarching commitment
to Person-Centredness and targets key improvements in the areas of Supporting
Individuals with an Intellectual Disability with their Health, Well-being and Social
Care; Developing Nursing Capacity, Capability and Professional Leadership and
Improving the Experience and Outcomes for Individuals with an Intellectual Disability.

Demographic changes among people with an intellectual disability have resulted in
the presentation of increasingly complex health needs for many, particularly in the
early years. Consequently, this work has overwhelmingly identified clinical nursing
skills as an area of key competence for future service delivery with the aim of
managing chronic conditions and supporting healthy lives  across a lifespan more in
keeping with that of the mainstream population.

RNIDs have the knowledge, skills and capabilities to support these individuals and
are called upon to focus on the promotion of optimum physical and mental health
and the promotion of social inclusion recognising that each person has unique
characteristics, capabilities, needs and wishes in relation to each of these.  It requires
the nurse to undertake a range of health and social assessments thereby developing
a comprehensive understanding of the volume and depth of the individual's support
requirements and making informed decisions about their nursing care and supports.
It will require them to provide and/or supervise interventions that may span from
supportive guidance in some instances to intensive physical and/or psychological
interventions to some individuals maximising the use of technology in the process. 
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Emphasis was also placed on the importance of the role of the RNID in the facilitation
of integrated care between specialist intellectual disability services and other services
such as those provided in acute hospitals, in primary care, and mental health services
noting that all should take a whole person approach when dealing with the individual
with an intellectual disability. The project highlighted the requirement to identify the
potential contribution of specialist and advanced nursing practice to the lives of
individuals with an intellectual disability and their families.

The changing landscape of service provision does, and will continue to present new
challenges and opportunities. Revised service structures will be needed, curricula
updated and new ways of working implemented in order to support community living
for the individual with an intellectual disability. This will ensure that the unique skills
of the RNID will be continuously enhanced and embraced as central to the realisation
of both the personal goals of the individual with an intellectual disability and to the
advancement of public policy goals to improve, support and celebrate their lives. In
doing so RNIDs will have a visible leading role in the promotion of health; working
with individuals to equip them to manage their own health and well-being. 

Shaping the Future of Intellectual
Disability Nursing in Ireland

A Vision for Intellectual Disability Nursing 
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Executive Summary

Introduction
In a comprehensive examination of the contemporary role of the Registered Nurse
Intellectual Disability (RNID) in Ireland a broad range of stakeholders’ views were
sought. Responses were analysed to address the overall aim of the project: “to
determine the future role of the registered nurse intellectual disability (RNID) who
provides health and social care services to individuals with an intellectual disability and
to their families and carers in this changing landscape”.

An extensive literature review confirmed that there is a changing landscape driven by
improved survival rates for children with complex health needs, the shift to
community-based care with an increased focus on a social care model, and a growing
ageing population with a wide diversity of health and social care needs. 

These trends have produced new challenges, changing service provision and a
requirement for the expansion of the skills and nursing roles of RNIDs to encompass: 

� The needs of school and childcare services 
� Primary care, hospital systems, and community integration
� Lifespan approaches spanning perinatal to end of life concerns
� Balancing promotion of opportunity with safety management within community

integration
� Working in conjunction with Government systems, for example Justice, Education,

and Employment.

Design and Sample
The project employed a mixed-methods design, incorporating a number of phases of
data collection and analysis culminating in a number of recommendations for the
future development of the profession.
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Data was collected through survey responses, expert interviews, family and service-
user focus group interviews, clinical and management staff focus group interviews,
convenings, and document reviews. Throughout the data collection process,
consideration was given to the values, barriers, facilitators and leadership that would
be required to ensure that individuals with an intellectual disability are able to receive
person-centred, holistic, expert nursing care regardless of setting. The project
methodology also involved a triangulation process of qualitative, quantitative and
documentary analysis. The design of the project and the different stages of data
collection are presented in Figure 1.  

Regional
Focus Groups

SubmissionsKey Informant
Interviews

Literature &
Documentary
Analysis & 
Surveys

Stakeholder
Convening

Stakeholder
Convening

Findings
Recommendations

Stakeholder
Convening

Analysis

1. Literature
2. Quantitative
3.Qualitative
4. Combined

Figure 1.  Diagrammatic representation of project design
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Framing the Report 
This report is underpinned by the following recent disability service policy and
legislation:

� Time to Move on from Congregated Settings: A Strategy for Community Inclusion
(HSE, 2011) 

� Progressing Disability Services for Children and Young People (HSE, 2012a)
� New Directions: Review of Day Services and Implementation Plan (HSE, 2012b)
� Assisted Decision-Making (capacity) Act (GoI, 2015)
� Transforming Lives: The programme to implement the recommendations of the 

Value for Money and Policy Review of Disability Services in Ireland (HSE, 2015b; 
DoH, 2012b)

� The Programme for Government (2016)

Whilst acknowledging the existing knowledge, skills, expertise and commitment of
RNIDs, both the literature and findings recognised that changing demographics and
models of service provision mean there is a requirement to plan the future
development of the discipline to increase its responsiveness to the needs of people
with an intellectual disability based upon a health, well-being and social care model.
In addition to the pivotal role which RNIDs play in supporting individuals living in
congregated settings to move to homes within their community, nurses working in
intellectual disability services will also need to:

� Support the management of complex and enduring health and social care needs
of individuals with an intellectual disability, including health promotion

� Build interdisciplinary and cross-sector collaborative roles working in an 
integrated care delivery model

� Support both family caring and independent living for people with an intellectual
disability across the lifespan by providing a range of health, social, educational, 
psychological and behavioural interventions

� Demonstrate effective professional leadership at all levels in the health, well-being
and social care system in Ireland

� Respond to the demands of a changing environment including taking on new roles
based on HIQA regulations

� Adapt to a social model of care whilst supporting the individual’s health and well-
being
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Addressing such needs will require senior nurses, planners and managers of services
to use a systematic approach to examine the numbers required and the deployment of
RNIDs as part of their overall integrated workforce planning activity.  A national staffing
framework; inclusive of decision support tools to calculate nurse staffing requirements
within intellectual disability services will need to be developed based on the best
available international evidence. Within intellectual disability services and Community
Health Organisations, such a framework will determine the most appropriate nurse
staffing levels based on the care and support requirements of individuals with an
intellectual disability. In addition, it will assist with the planning of appropriate
education provision and will also inform national RNID workforce projections to aid the
examination of the supply of and demand for RNIDs at all levels.

As care moves to community settings, some RNIDs may be redeployed from roles where
their predominant activity was the direct provision of care, to roles where they are also
managing and coordinating health, well-being and social care for the person with an
intellectual disability. Evidence from this review also identified critical areas for the
further development of specialist and advanced RNID clinical practice roles to meet the
growing challenges of supporting people with complex health needs. 

The findings of this project are structured into four themes, as outlined in Figure 2,
and each theme is discussed in the context of relevant policy, legislation and evidence.
Specific recommendations are suggested within each theme to progress these
components in practice. 

4
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Theme 1: Person-Centredness and Person-Centred Planning

Person-centred approaches to care and support are at the heart of the disability policy
and practice agenda in Ireland (DoHC, 2010a; HSE, 2012c; HIQA, 2013a, 2013b).). This
approach involves discovering how a person wants to live their life and identifying the
supports and resources required to make that possible (NARI, 2006; NDA, 2005a). It also
emphasises partnership working and shared decision making between the person with
an intellectual disability and those participating in the care and support process (NDA,
2005a, 2005b; Thompson et al., 2008; Sanderson, 2000). Persons are to be treated with
dignity, compassion and respect, and care and support provided is to be personalised,
co-ordinated and enabling.

This philosophy offers an alternative to a historic bio-medical model of care and calls
upon the nurse to develop their professional knowledge, skills and values to support
its implementation (Keenan, 2008). Fundamentally, person-centred care calls for a
change in the roles and responsibilities of all professionals, service users and
significant others to work in partnership to deliver care (NDA, 2005a, 2005b).

Through person-centred approaches to care and support, people with an intellectual
disability are facilitated by the RNID to make informed choices about their life and
are enabled to manage their own care to the level of their abilities, or to choose when
to seek support from others. 

In order for the acknowledged right of self-determination for people with an
intellectual disability (HSE, 2011) to be realised, personnel skilled in supporting
person-centred planning are required. This skill will be vital to RNIDs in aiding their
understanding of the key features of the Assisted Decision Making (Capacity) Act
(2015). This Act requires legally recognised decision-makers to support a person to
maximise their decision-making powers and places a legal requirement on service
providers to enable a person to make a decision through the provision of a range of
supports and information appropriate to their level of ability. 

6
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Recommendation 1 
RNIDs will continue to ensure that their practice is informed by the values and
principles of person-centredness and person-centred support in the assessment,
planning and delivery of health and social care with individuals with an intellectual
disability in all settings.

Recommendation 2
RNIDs will receive further professional development in supporting the self-
determination of individuals with an intellectual disability through, for example,
advanced advocacy training.

Recommendation 3
The HSE will develop specific policy and systems for professional supervision within
intellectual disability services in accordance with the HSE’s overall HR circular on
clinical supervision. RNIDs will be supported to engage with regular and effective
professional supervision to ensure that the values of person-centredness are applied
consistently in practice.

Recommendation 4
The focus, knowledge, skills and competence of the RNID will be central to the
interdisciplinary, community-based model of support for individuals with an
intellectual disability.

Recommendation 5
RNIDs and professionals from other disciplines will work collaboratively to support
individuals with an intellectual disability live ordinary lives in ordinary places.

Recommendation 6
The RNID will be supported to undertake additional training to understand the
components of the Assisted Decision-Making (Capacity) Act (2015). This will  include
the need for legally recognised decision-makers to support a person to maximise their
decision-making powers and for RNIDs to develop an understanding of what this
means for staff supporting individuals with an intellectual disability.
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Theme 2: Supporting Individuals with an Intellectual Disability with
their Health, Well-being and Social Care

Health and Well-being
It is increasingly recognised that the prevalence of chronic health conditions in people
with an intellectual disability is higher than in the general population, and that the
health care needs of this population are often unrecognised and unmet (Haveman et
al., 2011; Emerson, 2011; McCarron et al., 2011a, 2011b; McCarron et al., 2014). There
is evidence to suggest that some people with an intellectual disability may not actively
pursue positive health, and it will be increasingly important that RNIDs encourage the
maintenance of a person’s health as a core element in planning activities.

Key ideas that emerged in this theme were  a perceived unsuitability of general health
service delivery for persons with an intellectual disability, and the need for additional
supports to address the complex health needs of both children and an ageing
population with multiple morbidities.

Considerable evidence already points to a disparity between the health and
healthcare of people with an intellectual disability and that of the general population.
Families and service users suggested that their experiences would be greatly
enhanced if there was a knowledgeable professional they could access to support
their “navigating” generic health, social and community services. RNIDs may be that
critical liaison person within the health services at primary, secondary and tertiary
level. This was repeatedly highlighted in the findings, with suggestions that the RNID
both support people with an intellectual disability and their families and provide
specialist knowledge and skills to other professionals within these settings.

RNIDs being prepared with enhanced skills to perform and manage comprehensive
health assessments was also identified as key to the improvement of evidence-based
healthcare practices for people with an intellectual disability in all locations of service
delivery.
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It was also suggested that RNIDs should be supported to work with family carers across
the lifespan with a particular focus on the management of complex health needs,
supporting families and individuals with intellectual disability with planning for and
implementing transitions across the lifespan, encouraging health promotion habits and
behaviour, supporting management of enduring conditions and offering palliative care
when needed. Expert informants suggested that there is a need for clearly managed
pathways for health and social care with RNIDs in key roles.

Social Care
A wide range of recent policy documents support a policy imperative for individuals
with an intellectual disability to live in the community (GoI, 2004; DoHC, 2006; HSE,
2011). Community living has been shown to provide a variety of improvements to the
lives of people with intellectual disability. Smaller, more individualised settings often
support a better quality of life, increased opportunities to function more
independently, and more frequent access to community activities; and has also been
associated with stable physical well-being and increased contact with friends and
family (Doody, 2012; Stancliffe et al., 2011; Young, 2006). Survey responses in this
study indicated that RNIDs currently support community integration as a significant
part of their role. However, transitions to new settings and between healthcare and
living situations were identified as particularly difficult for individuals with an
intellectual disability and their families. RNIDs will increasingly need to offer a high
level of support to ensure coordinated, proactive and effective support.

Indeed, RNIDs are considered by many as key informants to be strategically placed to
act as advocates for and liaise with individuals with an intellectual disability and their
families. The findings reinforce that RNIDs must be prepared for this role in both
specialist intellectual disability and general health and social care services. 

RNIDs also have a role as agents of inclusion as they work at the very heart of
initiatives to develop services for people with an intellectual disability (Gates, 2006;
Sheerin, 2011a, 2011b). As RNIDs promote the service-user’s self-advocacy,
independence and integration within the wider community, they must be skilled in
assessing, planning and delivering jointly with the service-user within an
interdisciplinary context that acknowledges and manages safety and risk.

The role of the RNID will therefore need to be evident across a diverse spectrum of
care areas including:
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� Primary care; working as part of the primary care team providing a population 
based nursing service, that encompasses child protection, social care, and 
supporting individuals manage long term conditions.

� Secondary care services; throughout acute hospital services, in liaison roles with
maternity services, progressing disability services for children with an intellectual
disability, in mental health services, in prison services, and in various specialist 
services of people with an intellectual disability e.g. autism, rehabilitation. Liaison
posts within acute hospital services provide significant support to individuals 
presenting in emergency departments and should be developed further to provide
individuals with ongoing support throughout their acute hospital journey.

� Tertiary services; in high support services, palliative care, dementia, dual diagnosis
services.

� Strategic governance of services; in policy development, academia, child and 
vulnerable person’s protection, regulation and inspection.

Professional Role of the RNID
RNIDs, through their undergraduate preparation, have the knowledge and skills to
assess, plan, prioritise, deliver and evaluate health and social care based on a
comprehensive and systematic assessment of health, social and nursing care needs
in partnership with the person with an intellectual disability, their family/advocate
and the wider team (NMBI, 2016).

The focus of the RNID should be on the promotion of optimum physical and mental
health and the support of social care and inclusion, recognising that each person has
unique characteristics, capabilities, needs and wishes. The professional RNID role is
to assist individuals with an intellectual disability and their families towards healthy
lifestyles and self-care at a variety of levels:

� As a registered nurse, within their scope of practice, by undertaking assessments,
planning care, providing interventions and evaluating the impact of care for 
individuals with an intellectual disability and their families. 

� As a clinical nurse specialist providing focussed assessment and specialist 
intervention to the individual and their family within agreed protocols and 
guidelines under the supervision of others such as a RANP, doctor or 
psychologist.
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� As a registered advanced nurse practitioner, making autonomous decisions, 
undertaking advanced assessment of the individual’s strengths and needs, 
selecting and providing and/or coordinating complex interventions for 
the individual and his/her  family, and assessing the intervention impact.

In some circumstances assessments undertaken by the RNID will also support referral
to specialist assessment and/or intervention.

The Registered Nurse Intellectual Disabilities: Support
Across the Life-Span
It is increasingly recognised that people with an intellectual disability have a variety
of individually-determined support needs and that these vary significantly across the
life-span. Some of these relate to the challenges in accessing health and social
services and the need for link persons to bridge these gaps. Other support needs may
relate to difficulties in engaging with primary, secondary and tertiary health services.
In such instances, it may be necessary to modify such services or to provide pathways
through them, facilitated by knowledgeable professionals. Finally, while
acknowledging the the fact that people with an intellectual disability are not
inherently ill, there is growing evidence that they may, for a number of reasons, have
poorer health outcomes than those in other parts of society. There is a clear
requirement for the provision of accessible and inclusive approaches to health
assessment, promotion and treatment, mediated through suitable specialists.
Considering the knowledge and expertise the Registered Nurse in Intellectual
Disabilities, it is envisaged that they will be central in addressing such issues.

The RNID will work at a number of levels. Having completed an undergraduate degree
in intellectual disability nursing, the RNID will be skilled to provide generalist support
to people with an intellectual disability in respect of health screening, assessment
and promotion across their life-span. They will also be able to support families in
liaising with services and other members of the multi-disciplinary team. Experienced
RNIDs, who have completed post-graduate studies may be employed as Clinical Nurse
Specialists or Registered Advanced Nurse Practitioners in defined areas  (for example,
augmented communication, autism, behaviour support, dementia etc.) which will
allow them to meet the specific support needs of individual people at various points
throughout the life-span. Some of the ways that RNIDs will support people with an
intellectual disability, through their lives, are set out in the figure on the following
page. The exemplars provided are not exhaustive, as the role of the RNID will
continually develop to meet people’s changing needs.
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Figure 3: The roles of the RNID through the life-span

 
 

Pregnancy

•RNID Generalist offering support and advice in Primary Care 
•RNID Specialist Liaison in Maternity Services

Infancy

•RNID Generalist providing health screening, assessment and promotion in Primary Care
•RNID Specialist (Early Interventions) in Primary Care liaising with health, social care, disability services and multi-

disciplinary team

Childhood

•RNID Generalist providing health screening, assessment and promotion in Primary Care
•RNID Generalist in Intellectual Disability Services
•RNID Specialist Liaison in Childrens Secondary and Tertiary Health Care and Schools
•RNID Specialist/RANP (e.g. epilepsy, autism, behaviour support, augmentated communication)

Adolescence

•RNID Generalist providing health screening, assessment and promotion in Primary Care
•RNID Generalist in Intellectual Disability Services
•RNID Specialist Liaison in Childrens Secondary and Tertiary Health Care and Schools
•RNID Specialist/RANP (e.g. epilepsy, autism, behaviour support, relationships & sexuality)

Young
Adult

•RNID Generalist providing health screening, assessment and promotion in Primary Care
•RNID Generalist in Intellectual Disability Services
•RNID Specialist Liaison and Specialists/RANPs in Adult Secondary and Tertiary Health Care
•RNID Specialist/RANP (e.g. epilepsy, autism, behaviour support, relationships & sexuality, work support)

Adult

•RNID Generalist providing health screening, assessment and promotion in Primary Care
•RNID Generalist in Intellectual Disability Services
•RNID Specialist Liaison and Specialists/RANPs in Adult Secondary and Tertiary Health Care 
•RNID Specialist/RANP (e.g. epilepsy, autism, behaviour support, relationships & sexuality, work support)

Middle 
Age

•RNID Generalist providing health screening, assessment and promotion in Primary Care
•RNID Generalist in Intellectual Disability Services
•RNID Specialist Liaison and Specialists (dementia etc.)/RANPs in Adult Secondary and Tertiary Health Care
•RNID Specialist/RANP (e.g. epilepsy, autism, behaviour support, relationships & sexuality, mental health)

Older 
Adult

•RNID Generalist providing health screening, assessment and promotion in Primary Care
•RNID Generalist in Intellectual Disability Services
•RNID Specialist Liaison and Specialists (dementia etc.)/RANPs in Adult Secondary and Tertiary Health Care
•RNID Specialist/RANP (e.g. epilepsy, ageing, behaviour support, relationships & sexuality, bone health)

End of 
Life

•RNID Generalist providing health screening and promotion in Primary Care
•RNID Generalist in Intellectual Disability Services
•RNID Specialist Liaison and Specialists/RANPs (end of life) in Palliative Care
•RNID Specialist/RANP (e.g. bereavement, counselling)
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Recommendation 7
Individuals with an intellectual disability will have access to the specialist knowledge
and skills of the RNID across primary, secondary and tertiary care settings.

Recommendation 8
Consideration will be given to the development of liaison roles within acute hospital
services based on service need, to support the individual with an intellectual disability
throughout their entire acute hospital journey.

Recommendation 9
RNIDs will be prepared to undertake, as required leadership and governance roles within
health and social care services for individuals with an intellectual disability and will be
clearly identified as key members of multidisciplinary teams.

Recommendation 10
Specialist RNID roles in a range of locations will support individuals with an intellectual
disability with regard to their health needs; for example in community agencies, acute
hospitals, day services, schools and other educational facilities, workplaces, legal and
business services and the criminal justice system. Such roles will be based on identified
service need.

Recommendation 11
RNID’s as well as other team members, will undertake a care management and liaison
role ensuring timely and appropriate access to health services for individuals with an
intellectual disability.
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Theme 3: Developing Nursing Capacity, Capability and
Professional Leadership

The RNID undertakes a diverse range of roles to support the individual with an
intellectual disability and their family; from providing holistic nursing including
intensive physical care with individuals with profound and complex disabilities to
providing guidance and support in the management of children, adolescents and adults
for the purpose of optimising the life, health and social care of the individual (INMO,
2015).

The literature reviewed highlighted RNID specialist skills, including:
� Knowledge and awareness of how cognitive and communicative impairments 

distort clinical presentations
� Knowledge and awareness of specific intellectual disability syndromes and causes

of intellectual disability
� Ability to establish an individual’s complex needs based on observable, behavioural

signs, often in the absence of subjective accounts
� Knowledge and awareness of how impoverished or otherwise adverse life 

experiences influence the presentation of signs and symptoms of ill health
� Ability to recognise the anxiety associated with accessing services and the 

experience of ill health
� Ability to undertake comprehensive assessments of both health (physical and 

psychological) and social care needs
� Ability to work in multidisciplinary settings and with different agencies to develop

and implement care plans
� Ability to provide nursing care interventions that address health needs, support 

healthy lifestyles and and prevent ill health.
� Ability to educate and advise persons with an intellectual disability and carers
� Ability to safeguard and protect the rights of people with an intellectual disability 

especially when they are vulnerable and in need of support.

(RCN, 2011a, 2011b; RCN, 2013a, 2013b, 2013c, 2013d; Atkinson et al., 2010)

The contribution of the RNID may, however, need to be clearly articulated so that the
health and social care needs of persons with an intellectual disability can be met.
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Specialist and advanced practice roles
Specialist and advanced nursing clinical roles provide higher levels of clinical decision
making. Such roles are built around the development of core competencies and
increased expertise in an area of clinical practice, underpinned by evidence of education
at a higher level.

A Clinical Nurse Specialist (CNS) is required to apply additional knowledge and skills
gained specifically focussed in a defined area of practice, and requires skill and
competency in:
� Clinical focus
� Client advocate
� Education and training
� Audit and research
� Consultancy

Advanced nursing practice requires the individual RNID to be educated to Master’s level
to inform advanced, autonomous practice, leadership and quality improvement. It
requires significant post registration experience and a defined level of experience in
the specialist area of practice.

Evidence from this project noted that specialist and advanced practice posts need to
be developed to address persons with early onset dementia, autism, early detection of
deterioration in an individual’s physical or mental health status, complex needs, and
support in different locations (acute hospitals, primary care) and across the lifespan
(children’s services,  older persons’ care). Other examples of specialist roles included
in end-of-life and palliative care, mental health, acute liaison, maternity liaison, children
with life limiting conditions and health promotion.

Undergraduate preparation and continuing professional
development
Given the growing evidence of the increasing and ageing population of individuals with
intellectual disabilities, and many of all ages presenting with a range of complex
multiple health needs, greater knowledge, education and skills will be needed to
protect and promote health, well-being and social care; provide care management,
leadership and supervision; undertake evidence-based inquiry and deliver evidence-
based education and training (Parrot et al., 2008; Maulix et al., 2011).
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Undergraduate preparation
During the course of the project, recommended improvement in undergraduate
curricula and education included extending the array of clinical practice placements to
include primary care and experiences  in generic health services, including maternity
services.  Managers in particular also identified the need for education in autism,
dementia, ageing, behavioural care and community care. It was suggested that
increased collaboration between universities and associated intellectual disability
services was needed to ensure that programmes better meet the needs of individuals
with an intellectual disability by building the skills and knowledge required for the
changing profile of intellectual disability services.

Postgraduate education
The Nurses and Midwives Act (2011) emphasises the duty of registered nurses to
maintain professional competence to support their practice. It also identifies that
he/she will need to demonstrate evidence of this competence to the satisfaction of a
Nursing and Midwifery Board of Ireland scheme for competence assurance.

The need was highlighted for a broader range of postgraduate education programmes
and courses that present RNIDs with opportunities for professional development and
specialisation. 

Examples of areas highlighted during the project included: 
(1) Autism; dementia; ageing; epilepsy; bone health; behavioural support; advanced 

and augmented communication; and community care support and 
(2) General and specialist health assessments, providing health and social care, 

supporting families, and liaising with other professionals in working with individuals
with an intellectual disability across the lifespan.

Similarly, demand was apparent for the development of Clinical Nurse Specialist and
Registered Advanced Nurse Practitioner posts in disability services. Associated
education programmes at level 8 and 9 of the Irish National Framework of Qualifications
(NFQ) will need to be developed and available so that staff have the necessary
knowledge and skills for these autonomous posts.

Having a supportive leader and organisational learning culture were also identified as
important components in the transfer of learning to nursing practice. This is consistent
with the HSE’s corporate plan emphasising learning as one of the core values of the
organisation, and the plan’s noting of the importance of encouraging staff to achieve
their full potential and supporting learning, innovation and creativity.
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Ensuring practice is evidence based
The use of reliable evidence to support and underpin nursing decision making and
practice is increasingly important in all health and social care services, but nurses’
ability to source and evaluate the evidence available varies (Doody & Doody, 2011).
RNIDs and their managers and nurse leaders need to ensure that practice is
underpinned and supported by policies, procedures, protocols and guidelines (PPPG’s)
that are informed by evidence.

Supports should be provided for RNIDs to develop their capacity and capability to
access and assess the evidence available, and to facilitate the change required to
implement evidence-based approaches and initiatives. This means staff in academia
must work with individuals with an intellectual disability, nurses in practice and other
relevant stakeholders to build the evidence base, identify areas that require further
evidence and research, and continually seek to develop new interventions based on
evidence and demonstrated nursing outcomes.

Submissions highlighted a number of key recommended initiatives:

� The appointment of registered advanced nurse practitioners within disability 
services

� The development of joint practice/academic posts
� Availability of appropriate technology in practice areas to access evidence
� Support by commissioners and managers of services for RNIDs to engage with and

undertake service based research
� The provision of specific education programmes around evidence based practice 

including skills in searching for and critiquing evidence, undertaking audit and 
research methodologies

� Support and encouragement by managers to develop professional networks to 
increase the sharing of practice within services, across services regionally, 
nationally and internationally

� Support by academic staff to RNIDs in clinical practice to write and publish papers
pertaining to their practice

� Support by nurse leaders to develop mechanisms for sharing and discussing 
research.
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Professional leadership
The national implementation framework ‘Transforming Lives’ (2015), the programme
to implement the recommendations of the ‘Value for Money and Policy Review of
Disability Services in Ireland (DoH, 2012b), the subsequent Programme for Government
(GoI, 2016) and other Disability policies, notes that greater accountability and
transparency are needed in services and in service provision. There was a view among
respondents that the advancement of such governance and accountability required
grounding in transformational leadership and the implementation of best practices.

Effective leaders supporting ongoing development and sustainability of person-centred
cultures of care will need to engage with individuals with an intellectual disability, their
families and colleagues to develop a collaborative and consultative leadership
approach. This will help define priorities, provide feedback and lead to a more open,
transparent and engaged organisational culture (DoH UK, 2015). All staff, then, both
individually and collectively, will work as a combined unit for the good of the person
with an intellectual disability.

Through the generation of new measurement approaches and research, evidence of the
nursing contribution and value to the lives of people with an intellectual disability will
be become more evident and support the required ongoing development of the
profession. Such visible, high profile intellectual disability nursing leadership at all levels
of disability and health and social care services will help progress policy development
that supports individuals with an intellectual disability, and will promote, develop and
support nursing practice and the contribution of the profession overall. 

Leaders within disability services are encouraged to network with RNIDs nationally and
internationally to learn from and share their experience regarding service and
professional development. Specifically, nurse leaders within disability services are
encouraged to network with members of the 5 nation membership of the
"Strengthening the Commitment" group. This group is supported in its functions by
the Governments of each of the nations through the offices of the Chief Nursing Officers
of each country including Northern Ireland, Scotland, Wales, England and Ireland. 
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Recommendation 12 
Pre- and post-registration educational curricula will be strengthened to better prepare
RNIDs to respond effectively to the increased complexity of health, well-being and
social care needs of people with an intellectual disability across the lifespan.

Recommendation 13 
A broader range of intellectual disability placement opportunities will be developed
for undergraduate nursing students and new supervision guidelines developed so
that RNID supervision requirements do not preclude the utilisation of some important
placement opportunities.

Recommendation 14 
Continuing professional development and postgraduate education programmes for
RNIDs will be developed in response to the changing care and support requirements
of individuals with an intellectual disability across the lifespan. These will be delivered
using a blended learning approach as appropriate.

Recommendation 15
Higher Education Institutions will further develop collaborative partnerships with
intellectual disability services to enhance the skills and competencies of nurses and
to ensure positive health outcomes for individuals with an intellectual disability.

Recommendation 16
Individuals with an intellectual disability will increasingly be involved in the design
and delivery of education programmes.

Recommendation 17
RNIDs will ensure their practice is evidence based by strengthening their involvement
with practice development initiatives, availing of continuing professional
development, engaging with research activity and participating in professional
supervision.

Recommendation 18
RNIDs will be actively involved in the development of policies, procedures, protocols
and guidelines to support intellectual disability nursing practice.
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Recommendation 19
In the context of integrated workforce planning, a national staffing framework;
inclusive of decision support tools to calculate nurse staffing requirements within
intellectual disability services will be developed based on the best available
international evidence. 

Recommendation 20
Clinical Nurse Specialist and Advanced Nurse Practitioner roles will be developed in
accordance with Nursing and Midwifery Board of Ireland criteria and in response to
identified service need. These roles will be designed to specifically address disparities
in health policy implementation, health service delivery and health outcomes for
individuals with an intellectual disability.

Recommendation 21 
Consideration will be given to the appointment of joint posts between intellectual
disability services and higher education institutions to further progress the
development of evidence  based intellectual disability nursing practice. 

Recommendation 22 
Leadership development programmes will be provided for nurses working at all levels
within intellectual disability services.

Recommendation 23
RNIDs throughout the health sector will explore mechanisms to network and share
practice and research including the use of journal clubs, networks, conferences and
seminars and social media. RNIDs are also encouraged to build networks with
colleagues at Community Health Organisation level to be informed about local
developments and training opportunities.  RNIDs are also encouraged to further
develop professional networks with the international “Strengthening the
Commitment” steering group which spans membership from Northern Ireland,
Scotland, Wales, England and Ireland.

Recommendation 24 
RNIDs will respond to contemporary health, well-being and social care policy
recommendations and will provide  leadership to ensure its timely implementation.

Recommendation 25 
Opportunities will be created for RNIDs to contribute to national policy; in particular
addressing health disparities for individuals with an intellectual disability.
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Theme 4: Improving the Experience & Outcomes for individuals
with an Intellectual Disability 

Quality care in Irish intellectual disability residential services is regulated by the
Health Act 2007 (amended) (GoI, 2007) and National Standards for Residential
Services for Children and Adults with Disabilities (HIQA, 2013). These regulations and
standards provide for the monitoring of human rights and quality care for individuals
with intellectual disabilities receiving respite/residential health and social care
services other than mental health services, which come under The Mental Health Act
(GoI, 2001) and The Quality Framework for Mental Health Services in Ireland (MHC,
2007). 

An understanding and implementation of these quality frameworks and the Nurses
Code of Professional Conduct and Ethics (NMBI 2014) are fundamental to the
improvement of the intellectual disability nursing service. 

Similarly, Transforming Lives (2015): the programme to implement the
recommendations of the ‘Value for Money and Policy: Review of Disability Services in
Ireland’ (2012) recommended that a governance framework be established for
disability services that would include systems for information to support service
design, delivery and evaluation, and systems for quality assurance and processes for
performance management by services. The intent is to ensure accountability within
the system and support evidence-based decision making. RNIDs at all levels will need
to be clear as to their role and responsibilities within this governance framework.
Evidence from the focus groups held with individuals with an intellectual disability,
their families and responses by RNIDs in the survey, all highlighted that quality and
safety of persons with an intellectual disability were of great and increasing
importance. RNIDs must position themselves to play a central role in improving
quality in services.
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Governance for Quality and Safety
The HSE “Framework for Improving Quality in our Health Service” (2016)  (Figure 3)
seeks to develop a culture that places the individual with an intellectual disability at
the centre of health and social care, reliably delivers safe, effective, equitable,
personalised care and continuously seeks improvement. It notes that it is the
combined force of drivers working together that creates this culture and the
acceleration for improvement.

The individual changes and achievements for people with an intellectual disability
that are the hallmark of successful person-centred planning require well-managed
planning activities, determined support of implementation plans and the creation of
person-centred environments and staffing in health and social care services.  Many
respondents agreed that the success of person-centred approaches will always be
best measured in terms of the quality of life and health outcomes for individuals with
intellectual disabilities and requires a culture of continuously improving personalised
quality care. There is an important opportunity for the intellectual disability nurse in
their work with the person with an intellectual disability and their family to define,
provide and evaluate their care supports, and focus on enhancing and expanding the
environment of individuals with an intellectual disability to assist them to develop
and realise their own talents, abilities, preferences, lifestyles and goals in the wider
community.

Achieving this will also require RNIDs to enhance their partnership working with the
persons’ formal supports, for example multi-disciplinary and multi-agency team
members within disability and mainstream health and social services, as well as
informal supports, such as family and friends. Both these strategies can contribute
greatly to advancing the service user’s quality of life. (Keith & Schalock, 2000; Keith,
2001; Cummins, 2002; Schalock et al., 2007; Brown et al., 2009; NDA, 2010a, 2010b).

Quality improvement is also strongly linked to analysing and intelligently using
information about the service (HSE, 2015a). Having access to accurate, valid, reliable,
timely, relevant, legible and complete information is critical (HIQA, 2013). In addition
to regulatory and thematic inspections by HIQA, other mechanisms are currently
being used in some disability services to identify, collect, collate and analyse data to
measure the quality of nursing care, including: Key Performance Indicators (KPIs),
Quality Care-Metrics, and Caring Behaviours Assurance System-Ireland (CBAS-I). Such
data must be accessed and utilised effectively by RNIDs. 

22
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Furthermore, the use of Donabedian's (2003) system of the division of healthcare into
structure, process, and outcome (see Table 22), can assist nurses in disability services
to define and quantify the components of quality that require examination and
measurement. This in turn may further improve the quality of life of the person with
an intellectual disability.

Key Performance Indicators
Using key performance indicators (KPIs) is an effective approach to measuring
specific elements of nursing care considered integral to the overall experience of
the person with an intellectual disability. Key Performance Indicators (KPIs) are
specific and measureable elements of health and social care that can be used to
assess quality of care (HIQA, 2013) that measure performance against agreed
standards and can demonstrate over time where there is improvement.  KPIs are
therefore useful in providing accountability and assurance to the person with an
intellectual disability, his/her family and the public.

Leadership
for Quality

Person 
and Family

Engagement

Staff
Engagement

Use of 
Improvement

Methods

Measurement
for Quality

Governance
for Quality

A Culture
of Person Centred
Quality Care that

continuously
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in our Health
Service (HSE 2016)
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Quality Care Metrics
Quality care metrics are another quantifiable measurement of nursing care against
agreed standards (Foulkes, 2011, cited in HSE, 2015b) providing real time data to assist
individual nurses and midwives and their managers to:

� Monitor and assess performance against evidenced based standards.
� Quantify trends and characteristics
� Highlight exceptional care and areas of risk which require immediate attention
� Provide a standardised system to track and benchmark the quality of care
� Offer direction on educational needs for healthcare staff
� Promote staff engagement and accountability for the quality of care

The Office of the Nursing and Midwifery Services Director in the HSE established a
national project team to improve care and the patient/service experience across all
areas of practice. They developed a framework to support the implementation of
nursing/midwifery quality care metrics in Ireland and supported the use of the web
based ‘Test Your Care’ system for measuring identified metrics and patient experience
(HSEb, 2015). National work is ongoing to develop a suite of metrics for all areas of
intellectual disability nursing practice. There is an opportunity for RNIDs at all levels
within services to work in partnership with individuals with an intellectual disability
and with other stakeholders to identify structure, process and outcome metrics/key
performance indicators in relation to the care and services which they provide.

Risk Assessment and Safety Planning
The safety of individuals with an intellectual disability is of paramount concern for
intellectual disability nursing as it is a basic human right (HSE, 2014a; HIQA, 2013;
HIQA, 2009). Safeguarding Vulnerable Persons at Risk of Abuse, Policy and Procedures
(HSE, 2014a) provides the intellectual disability nurse with clear standards to adhere
to with regard to their roles and responsibilities in understanding, detecting,
managing and responding to abuse, in reporting and investigating abuse, and in
supporting the abused individual and perpetrator. While risk is a major part of
everyday life for individuals with an intellectual disability because of their potential
vulnerability, needs, and the activities they choose (Northway, 2002; HSE, 2014a),
traditional approaches to managing risk have often lead to severe restrictions being
imposed on people with an intellectual disability and has, at times, increased their
dependence on others (Aldridge, 2007).
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As intellectual disability nurses promote the self-advocacy, independence and
integration of the individual with an intellectual disability within the wider
community, they are called on to plan and deliver this jointly with the person within
a context that acknowledges and manages safety and assesses risk. RNIDs may see
risk as having the potential to empower, if assessed and managed in a systematic and
positive way, whereby community access is increased, opportunities are realised,
talents are developed and potential harm is minimised (Titterton, 2005; Aldridge,
2007; Bonardi, 2009; HSE, 2009b; RCN, 2013d).

In developing safety management systems, regulations and RNIDs’ training, an
individual’s and their family’s own assessment of risk in pursuing their desire to make
choices must be included in such considerations. Positive risk-taking with appropriate
safeguards including organisational and team support is to be encouraged as an
integral component of person-centred plans. Similarly, data systems and approaches
used to monitor factors that place people at risk must also be underpinned by a
commitment to prepare the work force to facilitate choice and negotiate ‘risk
dilemmas’ in ways that reduce risk of overregulation and limitations on flexibility.

RNID respondents did understand that a balance needed to be achieved between risk
and rights, and found this to be an increasingly important issue in their work. Indeed,
a large number of respondents expressed the view that additional nursing skills
training was needed in person-centeredness, advocacy, risk assessment, safety
management and supported decision making.

The importance of learning from past experience, quality measurement and feedback
on the current experience of individuals with an intellectual disability is emphasised
in the HSE Corporate plan (HSE, 2015a). This requirement is also specifically noted in
Theme 5 of the National Standards for Safer Better healthcare (HIQA, 2012).  RNIDs
need to ensure that structures and processes to measure quality are in place within
their services, and, consistent with this guidance, ensure all incidents and complaints
are reported and investigated in line with HSE policy.
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Recommendation 26
Nurse leaders and others who are designated Persons in Charge within intellectual
disability services will be supported to undertake and engage in relevant education
and provided with subsequent support to develop a systematic approach to quality
measurement and improvement.

Recommendation 27
Nurse leaders and others who are designated Persons in Charge will participate in the
wider professional nursing fora at regional, national and international level and
engage in quality related development activities.

Recommendation 28
The capacity and capability of nurses within intellectual disability services will be
developed to implement and evaluate evidence-based quality improvement
methodologies through the provision of relevant education programmes and
subsequent support.

Recommendation 29
Nurses at all levels working in intellectual disability services will access, use and
evaluate the resources and tools developed by the HSE’s Quality Improvement
Division to achieve a culture of person centred quality care which is continuously
improving.

Recommendation 30
RNIDs will be supported to undertake training in the HSE national risk assessment
and safety management guidance for intellectual disability services. The RNID should
be key in its application to practice; specifically in areas of incident reporting,
investigation and using findings to inform learning and change.

Recommendation 31
RNID practice will demonstrate an acknowledgement of the dynamic nature of risk,
ensuring that there is ongoing multidisciplinary and collaborative review of the type
and level of risk and associated updating of safety plans for individuals with an
intellectual disability.
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Conclusion
The findings confirmed that the changing landscape of service provision does, and
will continue to present new challenges for stakeholders and service providers alike.
It will also offer new opportunities for a reconfiguration of services provision offering
a new context within which the unique skills of the RNID will be embraced and
enhanced (see Figure 4). This will lead to continuing quality improvement of the
health, well-being and quality of life of people with an intellectual disability and of
their families.

Figure 5: Expansion areas of person-centred service provision

� The report itself comprises seven chapters. Following the introductory chapter, 
Chapter 2 presents a critical review of relevant national and international 
evidence-based and policy literature pertaining to the future direction of 
intellectual disability services and the roles of nurses and frontline carers in those
services. This also includes examination of an extensive number of reports, 
position papers and other grey literature to supplement information from 
published articles, governmental policy documents and white papers. Materials 
were gathered through systematic searches of leading global healthcare and 
related databases.
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� Chapter 3 describes the methodology and rationale for the design, sampling, data
collection and analytic approaches. 

� Chapter 4 provides the demographics of the survey sample.

� Chapter 5 presents the key findings, structured according to the themes which 
emerged during triangulation and analyses of the different datasets. 

Findings are further contextualised and additional meaning was derived through an
in-depth discussion in Chapter 6. It is from this discussion that the framework for the
development of the profession and the recommendations emerged.
The report concludes in Chapter 7 by recommending a process to progress the
implementation of the recommendations. 

Recommendation 32
Services for Persons with a disability, in partnership with the Office of the Nursing and
Midwifery Services Director will establish the appropriate structures and processes
to lead, drive and monitor the implementation of recommendations 1-31 of this
report. 

In doing so, a Joint Implementation Group comprising Service User representatives,
RNIDs, HSE, Staff representative organisations, Educators, NMBI and other relevant
stakeholders will be established to undertake this work.

Their role in respect to each of the recommendations will be to:

a) Develop a detailed action plan
b) Identify who has lead responsibility
c) Identify the resources required (human and financial)
d) Outline the time frames for the implementation of the recommendations
e) Drive and monitor the implementation plan.

A formal evaluation of the implementation of the recommendations will be
undertaken in 5 years from publication.






