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LITERATURE REVEW:

THE CASE FOR APPOINTING
PARKINSON’S DISEASE
NURSE SPECIALISTS

ABSTRACT

Aim: To identify gaps in the management of Parkinson’s disease,

and limitations in the education and role of Parkinson’s nurses; and

to recommend changes that optimise the well-being of the person

with Parkinson’s and minimise the health-care burden, including the
establishment of a Parkinson’s nurse specialist role.

Background: Parkinson’s is a progressive, incapacitating
neurodegenerative disorder which is rapidly increasing in incidence.
Itis debilitating and socially isolating for the person and leads to an
increased risk of falls, fractures and hospital admissions.

Method: Literature exploring recent key aspects of Parkinson’s was
sourced from textbooks and databases including Science Direct,
ProQuest, PubMed, Google Scholar and the website of Dr Toni Pitcher
of the New Zealand Brain Research Institute, Christchurch.

Findings: Gaps in Parkinson’s care include incomplete understanding
of Parkinson’s-specific care by health-care professionals and
inconsistent medication administration or compliance, resulting in falls
and fractures. In New Zealand there is a shortage of neurologists with
resultant dependence on general practitioners. There is no formal
education of Parkinson’s nurses and limited coordination of Parkinson’s
care. In contrast, the development and education of dedicated
Parkinson’s nurse specialists in Europe has optimised care and
medication use, thus reducing the risk of falls.

Conclusion: Establishing a New Zealand programme to educate
Parkinson’s nurse specialists and general practitioners could be an
important strategy to support other health carers and ensure a co-
ordinated interprofessional approach to optimise function, independence
and social interaction of people with Parkinson’s, and avoid
unnecessary injuries. Improved knowledge and delivery of health care
for this vulnerable group may be a cost-effective way to reduce hospital
admissions and the economic burden of Parkinson’s health care.
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INTRODUCTION/BACKGROUND

arkinson’s is a slowly progressive neurodegenerative condition
Pwhich leads not only to motor impairments like tremor, rigid-

ity and bradykinesia, but also to diverse non-motor symptoms
caused by damage to neurons in the central and peripheral nervous
systems (Kalia & Lang, 2015; Marinus et al., 2018). In Sweden, the
United Kingdom and parts of Australia, Parkinson’s nurse specialists
are appointed to optimise care for patients with this debilitating and
socially isolating condition. This article briefly reviews the burden of

Parkinson’s in New Zealand. It draws attention to the need for educa-
tion facilities, along with other stakeholders, to consider establishing
a New Zealand Parkinson’s nurse specialist role and a more holistic
model of care. This could improve Parkinson’s services, and reduce
the risk of falls and the need for acute hospital admissions. A new
model of care would involve nurses with diverse responsibilities
ranging from the education sector to primary and tertiary care and
management. It is important to first clarify the pathology, risk factors,
clinical manifestations, and current care of Parkinson’s.
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METHOD

Aim

To explore the current management of Parkinson’s, identify any
relevant gaps and strengths and make recommendations for an
improved model of care which would enhance patient health,

and reduce the burden on the health system. Key concepts were
drawn from the literature to investigate the validity of establishing a
Parkinson’s nurse specialist role.

Search strategy

The standard search strategy explored articles from electronic
databases, including Science Direct, ProQuest, PubMed, CINAHL
and Google Scholar. The search was refined by peer-reviewed
articles or research papers published in English from 2010 to 2020
to obtain the most up-to-date and reliable information. Search terms
using appropriate codes, parentheses and Boolean operators (“AND”,
“OR”") in the abstract field were: Parkinson’s disease AND nurse

OR nurse specialist; Parkinson’s disease AND Lewy bodies OR
neurologist OR falls risk OR inter-professional OR economic burden
OR nursing care OR caregiver OR medical practitioner.

Inclusion criteria, which determined relevance, specified that
abstracts incorporated Parkinson’s disease or chronic neurological
disorder and clinical manifestation, management/treatment, nurse,
economic burden, risks or care model. Excluded were articles which
focused on detailed genetic mutations or animal studies, or did not
include information related to Parkinson’s in humans, or nursing or
medical management of people with Parkinson’s (PwP). The final
selection included articles relating to understanding the pathology
and clinical application of managing Parkinson’s. Articles found in
the databases were: Science Direct (20), ProQuest (4), PubMed
(2), Google Scholar (15) and CINAHL (4). A further hand search of
references of relevant literature was also done.

Relevant articles were appraised, and key data was extracted,
evaluated and discussed to achieve optimal recommendations for
future Parkinson’s management

FINDINGS

Incidence

Neurological disease has become the main cause of disability
internationally (Dorsey et al., 2018). In particular, the recorded
incidence of Parkinson’s has doubled between 1990 and 2015,
making it not just the second major source of neurological disability
and mortality, but a rapidly-increasing source (Dorsey et al.; Skelly
etal., 2015; Vos et al., 2015). In 2016, Parkinson’s affected an
estimated 6.1 million individuals worldwide. Of these, 41,016 PwP
lived in Australia and 6249 lived in New Zealand (Dorsey et al.).
Incidence in New Zealand is predicted to increase in a linear pattern
to 19,700 in 2038 (Myall et al., 2017). With this potential rise, there is
an increased need for intervention.

Most ethnic groups in New Zealand’s multicultural society are
reported to have a lower incidence of Parkinson’s per 100,000
people — 114 in the Maori population; 160 in the Pasifika; and 174 in
the Asian populations — than the 233 in the New Zealand European
population (Alamri, 2020). However, the incidence among Maori
could be underestimated due to poorer access to health care and
delayed diagnosis (Pitcher et al., 2018).

Risk factors

Factors suspected to lead to increased incidence of Parkinson’s
include intensified production and use of pesticides and other
industrial chemicals, and presence of other pollutants (Dorsey et al.,
2018). Parkinson’s may be idiopathic, but infection and head injury
have also been implicated (Marsh, 2019). It is slightly more common
in males (Kalia & Lang, 2015; Nicoletti et al., 2017). Parkinson’s
may develop as a result of complex interactions between these
environmental factors and genetic factors (Aarsland, 2016; Kalia

& Lang), but the main risk factor is increasing age. Parkinson'’s is
rare in those under 20 years of age (Dorsey et al.). Approximately 4
percent of those with Parkinson’s are aged under 50 years (Dorsey
et al.). More commonly, it is diagnosed at age 55-65 years (Foltynie
& Kahan, 2013). Incidence peaks at age 85-89 years (Dorsey et
al.). Prevalence of Parkinson’s is highly likely to increase further

as populations age (Kalia & Lang) and industrial development

and pollution intensifies (Dorsey et al.). The projected increase in
numbers of PwP makes it urgent to gain deeper understanding of the
aetiological mechanisms of Parkinson’s (Vallerga et al., 2020).

Pathology
Parkinson’s develops as particularly vulnerable neurons are
progressively damaged and die (Dickson, 2018). The neurons most
notably affected are those in the substantia nigra of the midbrain.
These neurons normally supply the inhibitory neurotransmitter,
dopamine, to the basal nuclei, which in turn, initiate, manage and
finely regulate body movement (Barton & Johnston, 2017; Johnston,
2017; Marsh, 2019). With reduced dopamine, the excitatory
cholinergic neurotransmitter, acetylcholine, dominates in the basal
nuclei (Barton & Johnston). The loss of dopamine and its inhibitory
effects leads to loss of voluntary and smooth muscle function (Harris
& Fry, 2017), and to motor dysfunction, including bradykinesia and
rigidity (Kalia & Lang, 2015).

Afurther key feature in the development of Parkinson’s is
the presence of Lewy bodies, which are protein deposits in the
cytoplasm of neuronal cells. Lewy bodies contain abnormal, insoluble
accumulations of the miss-folded protein, a-synuclein, and are found
in the neurons of the peripheral and central nervous systems (Kalia
& Lang, 2015). Lewy bodies are associated with cognitive decline
(Aarsland, 2016; Kalia & Lang; Weil et al., 2017). The a-synuclein
is also thought to aggregate in the presynaptic terminal, reducing
the release of neurotransmitters (Kalia & Lang; Marsh, 2019; Weil
et al.). A third feature of Parkinson’s that is being researched is
neuroinflammation and oxidative stress (Kalia & Lang).

Clinical manifestations, treatment,

and management

Optimal management of Parkinson’s depends on understanding its
diverse clinical manifestations. Table 1 (see p52-53) lists some of
these common manifestations, which depict physical and mental
dysfunction, with increased risk of falls and injury (Tinelli et al.,
2016). They also lead to social isolation and stress for spouses, who
are the predominant caregivers for PwP (McLaughlin et al., 2011).
The earliest symptoms are usually non-motor, including olfactory
impairment, constipation, pain, sleep disorders, fatigue and anxiety
(Kalia & Lang, 2015; Pfeiffer, 2016). These can subtly present many
years before the classic primary and secondary motor symptoms
(Kalia & Lang). The primary motor symptoms include resting tremor,
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Table 1. Clinical manifestations and their impact on patient function

Clinical manifestation

Description/impact on patient function

Primary motor manifestations

Tremor

® Resting tremor, initially unilateral in distal extremities (Moustafa et al., 2016).

Bradykinesia

e Slow movement (Moustafa et al., 2016).

Rigidity/loss of flexibility

e Increased resistance of a muscle to passive stretching (Moustafa et al., 2016).

Postural instability

e Impaired postural reflexes make it difficult to maintain balance (Kalia & Lang, 2015; Moustafa et al., 2016).

® Maintaining a flexed position and leaning forward with a stooped posture (Marsh, 2019).

Secondary motor manifestations

Compromised gait

e Shuffling movement, which includes difficulty raising feet from the floor during the swing phase, so
the individual is unable to lift their toes much from the ground, and has difficulty moving their legs and
thrusting forward (Moustafa et al., 2016).

Festination

® Rapid, accelerating steps (Moustafa et al., 2016).

Freezing of gait

e Sudden inability to move as if the feet are glued to the floor. Exacerbated in the stress of trying to
answer the phone in a hurry or executing a manoeuvre difficult for a PwP. Major cause of imbalance and
falls (Moustafa et al., 2016).

Flat foot walking instead of
heel to toe

® (Moustafa et al., 2016).

Impaired handwriting -
micrographia

® Small writing with a spiky contour (Moustafa et al., 2016).

Impaired speech

e Speech difficult to hear, monotonous, slow or slurred and hard to understand due to tongue or throat
muscle weakness (Moustafa et al., 2016).

Limited precision grip

® Between index finger and thumb (Moustafa et al., 2016).

Loss of facial expression

e Reduced ability to interpret facial expressions in others. The cause may be complex (Marsh, 2019;
Ricciardi et al., 2017).

Sensory manifestations

Olfactory impairment

e Reduced sense of smell is present in up to 90% of PwP on testing (Bhat et al., 2018; Pfeiffer, 2016).

Visual impairment

® Retinal thinning or retinal deposits of a-synuclein cause a variety of symptoms including reduced
contrast or reduced colour perception. (Pfeiffer, 2016).

Pain

® Musculoskeletal pain is the most common pain experienced. Pain distinctly reduces quality of life.
(Pfeiffer, 2016).

Behavioural manifestations

Depression

® Depression may be present (Bhat et al., 2018; Pfeiffer, 2016) before the diagnosis of Parkinson’s. The
main features are a depressed mood, lack of appreciation of pleasure and loss of interest. It is diagnosed
using the criteria in the Diagnostic and Statistical Manual of Mental Disorders, 5th edition (Marinus et al.,
2018).

Anxiety

e Anxiety may be present in 25-40% of patients and include generalised anxiety disorder, panic or phobia
(Bhat et al., 2018; Pfeiffer, 2016).

Impulse-control
disorders

e These may involve impulsiveness, failure to resist temptation, compulsions and behaviour that may be
harmful (Marinus et al., 2018). Women are more likely to binge eat and men to exhibit excessive sexual
behaviour. They add to the challenges facing the caregiver (Marinus et al., 2018).
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Dementia

e Mild but increasing cognitive impairment may lead to dementia in 80% of PwP with duration of greater
than 20 years (Pfeiffer, 2016). It includes apathy and indifference, hallucinations and attention and
memory deficits (Marinus et al., 2018).

Apathy and indifference

® May be present in 40% of PwP (Pfeiffer, 2016). Apathy involves reduced initiative and lack of concern
for daily routines. The patient may lose interest in a pursuit (Marinus et al., 2018). Apathy and depres-
sion may occur together (Marinus et al., 2018).

Autonomic dysfunction

Orthostatic hypotension
2016).

¢ This may present as feeling weak or faint or as unclear thinking or blurred vision on standing (Pfeiffer,

Inappropriate sweating

e Sporadic incidents of heavy sweating occur in some patients (Pfeiffer, 2016).

Gastrointestinal
disturbances

® Gastroparesis (delayed movement of food into the small intestine) (Tinelli et al., 2016). This may cause
bloating, abdominal fullness, anorexia, nausea, vomiting and weight loss. It may also hinder absorption
of medications, and cause constipation (Pfeiffer, 2016).

contribute to infection.

Dysphagia/drooling ® Reduced ability to swallow may lead to drooling. This increases the risk of aspiration. It also adds to
social embarrassment and isolation (Pfeiffer, 2016).
Cystitis e Urine tract infections may be present in 25-50% of patients (Pfeiffer, 2016). Urinary retention may

Detrusor hyperactivity

® Frequency, nocturia, urgency and urge continence may be present (Pfeiffer, 2016).

Sexual dysfunction

e Erectile dysfunction in males and low libido in females (Pfeiffer, 2016).

Sleep disturbances
Pfeiffer, 2016).

® Insomnia and frequent night waking and broken sleep is common for PwP (Marinus et al., 2018;

Fatigue

e Fatigue is one of the most incapacitating features of PD (Pfeiffer, 2016).

bradykinesia, muscular rigidity and postural instability (Moustafa et
al., 2016). Secondary motor symptoms encompass a shuffling gait,
impaired handwriting and soft/dysarthric speech (Moustafa et al.).
Diagnosis of Parkinson’s is based on evidence of these symptoms.

Treatment is symptomatic, because no medications are available
to slow or reverse the degenerative pathology (Kalia & Lang, 2015).
A dopamine agonist is recommended to control initial symptoms
in younger patients, with levodopa added to the regime when it is
no longer totally effective (Tinelli et al., 2016). The addition of a
dopamine agonist in early Parkinson’s is thought to delay the need
for administration of levodopa, thereby avoiding motor fluctuation
side effects associated with levodopa (Tinelli et al.). Levodopa
is the medication of choice for tremor, stiffness, slow movement,
poor balance, reduced mobility and limited muscle control (Tinelli
et al.). Monoamine oxidase type-B inhibitors such as selegiline are
also effective (Tinelli et al.). Antidepressants may be prescribed
where appropriate (Kalia & Lang). The aim of these treatments
is to relieve the impact of Parkinson’s, optimise quality of life and
facilitate independence. Therefore, administration, side effects
and compliance need to be managed by skilled prescribers and
caregivers (Harris & Fry, 2017). Another important aspect of care is to
minimise risk of falls, and this includes managing confusion, delirium
and dementia (Harris & Fry).

Currently, the role of Parkinson’s nurses in New Zealand is
to provide home visits, and to advise on mobility, medication,

exercise, educational seminars, social activities and support groups.
They can also organise referrals, family/whanau meetings, and,
where necessary, advocate with employers or hospital specialists
(Parkinson’s New Zealand, 2018). These services would be
enhanced by increasing the number of Parkinson’s nurses and by
providing them with specialist Parkinson’s education.

One of the most important skills of the Parkinson’s nurse is
expertise in monitoring medication, because precise medication
administration has a profound effect on PwP. Poor adherence to
prescribed medications has been reported; it results in fluctuation
of medication levels, reduced control of symptoms and increased
hospital admissions (Tinelli et al., 2016). However, the view of New
Zealand Parkinson’s nurse Helen Skene, is that PwP are “highly
adherent to medication” (personal communication, August 12,
2020). Parkinson’s medication is a complex “niche medication”,
and its administration can be disrupted during hospitalisation if an
individual’s medication regime is inadvertently changed by medical
or nursing staff. Disrupted medication may be the most problematic
aspect of care, compromising motor function and reducing mobility
(Oguh & Videnovic, 2012). It may also cause anxiety for the PwP who
has had control taken away from something they or their partner have
been capably managing. An interprofessional approach, particularly
on medication regimens is recommended (Oguh & Videnovic). The
problem could be mitigated by a unified policy for management
of PwP on admission and a pharmacy review, and by increased
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availability, recognition of, and consultation with, Parkinson’s nurses.

Gaps in current care

A gap in care can also occur in the community, when people with
chronic conditions have needs that are inadequately addressed

by current management systems (Boehmer et al., 2019). This is
particularly true for PwP in rural areas, where patients have limited
timely access to general practitioners (GPs) or nurses (NZRGPN,
2019). The majority of PwP live at home and are cared for by

their spouse (McLaughlin et al., 2011). They may initially have

little understanding of Parkinson’s (Shippee et al., 2015). Health-
care workers in hospitals and residential care facilities aim to
deliver competent basic nursing care. However, Parkinson’s is a
complex condition with diverse symptoms and therefore particularly
challenging to manage effectively. Without good understanding of
Parkinson’s care, gaps will exist.

If the PwP’s mobility is not assessed frequently enough as the
disease progresses, and corresponding levels of medication are
not adjusted precisely enough, there is a greater risk of falls and
fractures, resulting in increased time in ED and acute hospital care
(Harris & Fry, 2017). These are not just stressful for the patient but
result in the health dollar being spent in acute care, instead of more
prudent spending in preventative medicine.

The specific needs of hospitalised PwP are demanding for staff.
Lack of understanding and inability to anticipate common issues
for PwP may lead to falls and injuries and prolonged hospitalisation
(Ahlskog, 2014). An analysis of in-hospital care of PwP by
geriatricians, neurologists and Parkinson’s specialist nurses in
65 institutions in the United Kingdom (UK) reported that care was
“satisfactory” rather than “good/very good” and more than 20 percent
rated care as “poor” (Skelly et al., 2015). This study found 61 percent
of these experts were not certain that Parkinson’s medication was
given on “bang on time”, a critical factor in managing symptoms
well. Another small study in the Netherlands revealed limited
understanding of Parkinson’s concerns by health professionals
(van Rumund et al., 2014). It also identified poor timing of levodopa
administration. They reported a deficiency of emotional support and
empathy (van Rumund et al., 2014). Aged care — whether acute
hospital or long-term residential — is not always adequate for the
PwP. It is the extensive and diverse needs of the PwP that create the
difficulties in providing optimal care.

Providing care for PwP is also taxing for GPs, who have the initial
challenge of diagnosing Parkinson’s in the protracted prodromal
stage which features many common mild symptoms like anxiety
and fatigue (Postuma, 2019). Furthermore, some GPs have limited
understanding of Parkinson’s and its management (McLaughlin et
al., 2011). Ideally, GP appointments for PwP should be extended
from the standard 15 minutes to one hour, to allow enough time
to address the diverse symptoms, or the PwP may not have their
physical and psychological needs met. A New Zealand study of 500
participants with self-reported Parkinson’s revealed that more than
half of Parkinson’s patients relied solely on their GP for management
of PD (Buetow et al., 2008). In the view of 30 percent of the cohort,
the doctor provided limited information, and according to 38 percent,
and did not invite their patient to participate in care planning
(Buetow et al.). The shortage of neurologists in New Zealand and
other developed countries (Burton, 2018) forces greater reliance
on GPs to assess and manage this neurological specialty. Access

to physiotherapists was also limited (Buetow et al.). Buetow et al.
concluded there should be more Parkinson’s education and support
for GPs. Greater coordination of care for Parkinson’s is needed in
New Zealand, and more recent research is required (Buetow et al.).
Parkinson’s nurse specialists could have a significant role in raising
awareness of optimal treatment of Parkinson’s and coordinating
interprofessional team care.

Economic burden of PD

Because of its debilitating nature and risk of falls, the economic
burden of Parkinson’s is far greater than its incidence. This was
reported in a review of Parkinson’s expenditure over 11 countries in
Europe, the United States and Russia (Mateus & Coloma, 2013). In
Australia, costs related to Parkinson’s exceed $8.3 billion annually
(Harris & Fry, 2017). Harris and Fry investigated emergency
admissions in one Sydney hospital and noted the particularly high
rate of falls and emergency department admissions in patients with
Parkinson’s, and longer subsequent hospital stays (Harris & Fry).

An enhanced model of care

Sweden and the UK have developed education programmes for
nurses to become skilled Parkinson’s nurse specialists, with an in-
depth understanding of Parkinson’s, its treatment and management
(Hellgvist & Berterd, 2015). Parkinson’s nurse specialists are also
employed in Australia (Lee et al., 2015) and in Ireland (Ward &
Browne, 2014). These nurse specialists work in outpatient clinics as
well as providing home visits. They regularly assess their patients
both physically and psychologically and evaluate the effectiveness
and side effects of medications (Hellgvist & Berterd). The Parkinson’s
nurse specialist consults with the GP when medications need to be
adjusted to improve motility and reduce risk of falls (Skelly et al.,
2015), or the Parkinson’s nurse specialist can adjust medications
immediately, if they are a nurse prescriber (Ward & Browne). The
Parkinson’s nurse specialist can communicate with, and refer
patients to, other members of the inter-professional team, such

as doctors/specialists, pharmacists, physiotherapists and speech
therapists (Hellqvist & Berterd).

In Sweden and the UK, a patient-centred model has been
developed where an assigned Parkinson’s nurse specialist increases
continuity of care by listening to and taking an interest in the patient
and their spouse, providing education, counselling and emotional
support, and easing the burden of PD for both patients and their
carers (Hellgvist & Berterd, 2015; Lee et al., 2015; Skelly et al.,
2015). PwP valued the high level of professional skills, knowledge
and experience these nurse specialists provided (Hellqvist &
Berterd). They also appreciated suggestions which increased their
independence. The Parkinson’s nurse specialist contacted them
regularly, and was available to them (Hellqvist & Berterd). When
difficulties arose, people felt able to get in touch with their Parkinson’s
nurse specialist, rather than having to explain their background to a
new health professional (Hellgvist & Berterd). This created a sense
of security and trust. Dealing with Parkinson’s may leave people with
negative feelings and anxiety, so they valued the emotional support
provided by Parkinson’s nurse specialists and their help to set positive
goals (Hellqvist & Berterd). The person’s social and emotional health
is also enhanced by an inter-professional approach, involving speech
therapists, cognition and behaviour therapy, dance, music therapy,
occupational therapy and physiotherapy (Bloem et al., 2015).
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PwP may have many additional risk factors which combine to
increase likelihood of frequent falls, resulting in minor injuries or
fractures (van der Marck et al., 2014). In advancing Parkinson’s,
the postural reflex becomes impaired or is absent (Rinalduzzi et al.,
2014) and, combined with cognitive decline, greatly increases the
falls rate. However, falls are not inevitable and can be mitigated by
developing a “falls and fracture prevention plan” with each patient
(van der Marck et al.). They reported that optimal management
should involve identifying particular risk factors for each individual
and implementing prevention strategies, using an inter-professional
team of a GP, geriatrician, neurologist, Parkinson’s nurse specialist,
and ophthalmologist, physiotherapist and occupational therapist
as appropriate (van der Marck et al.). This will reduce the personal
distress to the patient and economic burden to the health system.

Afurther development has occurred in the Netherlands, where
a modern web-based technology, in the form of online health
communities, was created to offer easy access to professional
advice for people with chronic conditions including Parkinson’s (van
der Eijk et al., 2013). This online service provides comprehensive
support, medical advice and continuous, skilful expertise, becoming
an essential communication system for Parkinson’s specialists
and their patients. A local Parkinson’s nurse facilitates essential
communication between patients and the inter-professional team,
coordinates patient care, and guides and supports patient health
services (van der Eijk et al.). Such technology stimulates patient
involvement in decision-making about their own health. It also helps
improve collaboration within a multi-specialised team and reduce
chronic disease burden nationwide. Although the implementation of
web-based health services is a promising way of improving patient
care, this innovative approach requires reviewing health policies,
restructuring the system, substantial financial resources and internet
availability (van der Eijk et al.).

Closer to home, Parkinson’s NZ Charitable Trust (Parkinson’s NZ)
employs a dedicated team of Parkinson’s nurses to provide clinical
assessment, advice and education in a person’s own home. In
2019, the annual survey of patients on the Parkinson’s NZ database
(n=3007) generated 1145 responses, with 70 percent of PwP and
their carers reporting they felt better able to manage their condition
due to the involvement of the Parkinson’s NZ nursing service.

Education to reduce the care gap

Education is an important step towards addressing the care gap.
NZBRI Parkinson’s nurse Helen Skene said that in New Zealand,
Parkinson’s nurses have advanced skills and knowledge, and
educate and role-model best practice to health-care workers.
However there were too few of them to provide accessible care
across the country, and they did not have formal education to make
them Parkinson’s nurse specialists. They might have a background in
neuroscience nursing or research, and some might have had access
to a short course in Parkinson’s, but this group of dedicated nurses
were likely to have been self-taught, gleaning informal learning

from GPs or neurologists, movement disorder journals and NZBRI
publications (personal communication, August 12, 2020).

Although there is value in self-directed learning, this trial-and-error
method could be superseded by a formal Parkinson’s nurse specialist
course or programme that addresses the complexities of Parkinson’s
and current trends in management. A formal qualification would
provide a mechanism of greater recognition for the work already

being done by Parkinson’s NZ nurses, advancing them to the role of
a Parkinson’s nurse specialist and encouraging more nurses into the
field.

RECOMMENDATIONS

A formal nationally-recognised education programme for Parkinson’s
nurse specialists could reduce the care gap. It would be even more
effective if the course included inter-professional education that
would attract GPs, physiotherapists and other health professionals.
It would improve collaboration between GPs and Parkinson’s nurse
specialists in meeting the needs of PwP. This could also help to
address the limited specialist Parkinson’s supervision due to current
shortage of neurologists in New Zealand (Burton, 2018).

The role of district health boards (DHB) in implementing policy
for Parkinson’s is beyond the scope of this study, but Helen Skene
recommended that DHBs provide a New Zealand-wide policy for
Parkinson’s management, including the hospital admission process,
treatment and education and care in the community. This would need
to be in partnership with Parkinson’s NZ and could be an area of
future investigation.

Tammy Ramsey-Evans, director of clinical services at Parkinson’s
NZ, supports the development of clinical pathways for PwP that
include the community-based Parkinson’s nurse to ensure that from
the point of diagnosis, PwP have access to the right information,
education and support they need to manage their condition well
(personal communication, September 22, 2020).

A further recommendation is for DHBs to employ enough
Parkinson’s nurse specialists to educate hospital and residential
care staff and provide an acute consultation service for inpatients
with Parkinson’s who would benefit from a review. This preventative
approach has the potential to reduce falls risk and costly acute
hospital admissions.

Ramsey-Evans said there was an increasing demand on
Parkinson’s NZ services from DHBs and residential care facilities,
with an average of 80 new referrals per month. This puts
considerable pressure on the resources of Parkinson’s NZ, which is a
non-profit charitable trust, reliant mainly on grants and donations, and
a very small amount of government funding. “The growing reliance on
our services across Aotearoa, without investment from the Ministry
of Health and /or DHBs is simply not sustainable in the long term.”
(personal communication, September 22, 2020)

CONCLUSION

Neurological diseases are the main cause of disability internationally,
with Parkinson’s the second most common neurological disease.
Ageing populations are expected to amplify the incidence of
Parkinson’s and increase the health-care burden.They will also
exceed the capacity of Parkinson’s NZ to continue to provide the
current level of care unless there is recognition and investment by
health funders to address this gap. For these reasons, it is time to
establish strategies to manage Parkinson’s more effectively.
Parkinson’s is a multifaceted, debilitating and socially isolating
disorder. Ideal management could involve an assigned Parkinson’s
nurse specialist who can provide ongoing, expert support and advice.
The Parkinson’s nurse specialist can link the patient with an inter-
professional team to form an effective individualised plan to reduce
falls risk and optimise function, independence and social interaction.
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The urgency to update Parkinson’s management is driven by
the need for inter-professional strategies to deal with the predicted
burden of disease. Consideration needs to be given to establishing
management strategies that are more in line with international
models. The development of inter-professional courses could help
Parkinson’s specialist nurses and GPs, who can, in turn, support
other health professionals, particularly in view of the shortage of
neurologists in New Zealand. Implementing this service should be
cost effective, because it involves preventative medicine rather than
more expensive acute care. Proficient Parkinson’s specialist nurses
could be strategically placed as key co-ordinators to facilitate holistic
care of PwPs in future policies.

LIMITATIONS AND FUTURE RESEARCH

We interviewed one Parkinson’s nurse in the South Island, but this

could skew our current view of Parkinson’s nursing. In the future,
interviews need to take place with larger numbers of Parkinson’s
nurses to validate these findings on a national level. However, the
opinions of Tammy Ramsey-Evens, the director of clinical services at
Parkinson’s New Zealand Charitable Trust, have provided a national
overview. Future research could also investigate the management of
Parkinson’s in hospitals and community health by professionals and
family caregivers.
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