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Background
• Individuals with IDD remain one of the
most marginalised sub-populations
throughout the world.
• Despite medical science and care practices
contributing to greater life expectancy,
people with IDD still face greater mortality
and morbidity than the non-disabled
population.
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Background
• In the Australian context approximately
3% of the Australian population have a
form of IDD.
• It is widely accepted that IDD-specific
nurses still work in the government sector
and many more work for Non-Government
Organisations around the nation, perhaps
without the job title of a nurse.
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Aim
• To discover and identify what the literature reported
about the uniqueness of the role/s that nurses
perform and the specialist nursing skills they use
when caring for people with IDD
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Search Strategy
Databases:
•

CINAHL

•

Medline

•

PubMed

•

Scopus

•

ScienceDirect

•

ERIC

Search terms used in conjunction with various Medical Subject Headings:
•

Intellectual Disability; Developmental Disability; Nursing Practice; Advanced Nursing Practice;
Nursing Practice, Evidence-Based; Nursing Practice, Theory-Based; Nursing Practice, ResearchBased; Differentiated Nursing Practice; Intellectual Disabilit* OR Developmental Disabilit* OR
mental* retard* OR learning disabil* OR cognitive disabil* OR intellectual impairment OR
mental deficiency OR mentally defective OR psychosocial retard* AND Nursing Practice OR
Advanced Nursing Practice OR Evidence-Based Medicine OR Nurs* Rol*.
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Search Strategy
• English articles published between 2000 and 2017.
• 1040 articles were identified from the combined databases.
• Two key reports (Scottish Government, 2012; RCN, 2011) from the
UK highlighted changes to nurse education, and therefore the role of
the IDD-specific nurse from 2010.
• We narrowed the date range to exclude the literature prior to 2007
that would have been based on previous frameworks of education
and practice in the UK.
• Adhering to these exclusion criteria resulted in the retention of 392
articles.
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Inclusion / Exclusion
•

392 articles were reviewed at the title and abstract level and
a further 280 articles were excluded for the following
reasons:
– They did not focus specifically on IDD-specific nursing
– They mainly focused on the experiences of the individual
with IDD, rather than the nurse, or
– They primarily focused on areas outside the IDD nursing
role, for example were about acute-care nurses.
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Schematic PRISMA
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Findings
• All 27 articles were from northern Europe
• Most publications (n = 15) are from the United Kingdom
with 11 being from Ireland and one from Finland.
• 22 research articles were reviewed
–
–
–
–

Ten were of qualitative design
One quantitative
Three mixed methods
Eight articles neglected to specifically report their research
method
• Based on review of their findings
• Six were identified as quantitative design
• Two were identified as qualitative design
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Findings
• All studies based on the collection of quantitative
data were descriptive or observational studies. No
studies used an experimental design.
• Five non-research articles were included based on
their relevance to the search criteria.
– Two opinion pieces
– Three literature reviews.

• 3 main categories based on their aim or purpose
were identified
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Categories
Communication
and therapeutic
strategies

Supporting
health and
wellbeing

Unique nursing
roles and
context
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Results
Communication and therapeutic strategies (n = 6):
• Five articles specifically focused on communication strategies:
– Four articles specifically focused on the client’s non-verbal
communication abilities
– One article researched both the IDD nurses’ communication
strategies and their clients’ non-verbal status.
• No papers were found to have researched individuals with either mild
or moderate IDD that have some form of communication ability.
• Only one paper reported on the therapeutic role of IDD nurses.
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Results
Communication and therapeutic strategies (n = 6):
• The strongest theme demonstrated within all the findings was the
need for IDD nurses to ‘know’ their client.
• One paper (Martin et al., 2012a) focuses solely on their findings titled
“familiarity/knowing the person” and unpacks sub-themes within this
overarching category.
• Kankkunen et al. (2010) identified ‘knowing’ their client as
foundational to communication and thus able to recognise
behavioural changes that led to effective pain assessment and
treatment.
Hjaques PANDDA 2017

PAGE 14

Results
Supporting health and wellbeing (n = 11):
• Medical care
– Drug administration

– Wound care

– Seizure management

– Symptom management

• Physical care
– Personal hygiene

– Oral hygiene

– Nutrition support

– Pressure area care

• Relational or psychological care
– Advocating

– Communication

– Decision making
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Results
Supporting health and wellbeing (n = 11):
•

McKeon (2009) - The most frequent physical interaction nurses had with
those for whom they cared included:
– Personal hygiene care
– Nutritional support
– Mouth care.

•

Tasks conducted least frequently included:
– Intravenous drug use
– Discharge planning
– Peri-operative care
– Tracheostomy care.
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Results
Supporting health and wellbeing (n = 11):
•

Other physical tasks reported in other studies included supporting clients
with:
– Breast screening
– Mobility assessment
– Asthma management
– Other sexual health issues

•

Relational support
– Advocacy
– Decision making
– Communication
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Results
Supporting health and wellbeing (n = 11):
• Llewellyn & Northway discovered that:
– All participants expressed a need for additional training and education in
advocacy to effectively perform their role as an IDD nurse.
– Some IDD nurses prioritise family and/or carers wishes instead of advocating for
their client to ensure an ongoing therapeutic relationship existed so they could
continue to provide support to their client

• Williams et al. (2010) participants expressed:
– Education that is founded on appropriate evidence based research would greatly
assist their decision making role.
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Results
Unique nursing roles and context (n = 10):
• Three papers researched the impact and outcomes of IDD Liaison
Nurses
• Roles performed by IDD Liaison Nurses:
– (1) education to client, hospital staff and family
– (2) advocacy for the client with IDD when presenting to an acute hospital
– (3) providing appropriate and specific communication to the client, hospital staff
and family.

• An overarching aspect to the positive outcome of these three themes
was person centred care
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Results
Unique nursing roles and context (n = 10):
•

MacArthur et al. (2015) focused specifically on ‘reasonable and achievable
adjustments’. Foundational were the three themes of:
– Person centred care
– Appropriate and effective communication
– Patient advocacy

•

Mafuba & Gates (2015) examined the roles performed by community IDD
nurses and discovered:
– Facilitating access to healthcare services was, on average, deemed the most
common role performed by IDD nurse participants
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Results
Unique nursing roles and context (n = 10):
•

Two papers explored the roles performed by IDD Clinical Nurse Specialists
(IDD CNS) and identified their main roles as
– supporting clients with IDD
– supporting others

•

Foundational to supporting others and the client was the need to intimately
‘know’ the client.

•

This ‘knowing’ the client was also key to providing appropriate education
and health promotion that aided in supporting other parties.
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Results
Unique nursing roles and context (n = 10):
•

Two articles focused on forensic IDD nurses. Of note is the methods
reported in managing the adverse behaviour of their clients.
– Forensic IDD nurses are more likely to use physical or medical interventions such
as control of medication (Mason & Phipps, 2010)
– Non-forensic IDD nurses reported the use of relationship building and ‘knowing’
the client as key to behavioural management (Mason et al., 2011)

•

Lee and Kiemle (2015) identified that forensic IDD nurses prioritised their
own wellbeing above the development of a therapeutic relationship.
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Discussion
•

This review has identified that a range of specialised relational skills are
used by nurses working with people with IDD.

•

Not uniquely technical but uniquely relational – THE NEED FOR A
RELATIONSHIP

•

Relationships take time

•

Consequences of failing to take the time to get to know the client well are
potentially fatal.

•

Having an IDD means that communication and self-advocacy is often
difficult

•

IDD nurses are at the frontline of being the communicators and advocates
for individuals and groups with IDD
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Conclusion
• Our findings suggest that the practice of nursing people with IDD is
specialised and requires the development and application of
relational skills that are unique to care recipients in this population.
• In order to plan and support the future development of the roles of
nurses who work with people with IDD within Australia, we need to
identify where IDD nurses are working, what context they are
employed and what skills they posses.
• Pilot a nursing survey
• Aim to have the survey disseminated across Australia to provide
evidence for support of a new set of IDD nursing standards.
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