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Executive Summary 
Background 

The Western NSW Primary Healthcare Network Movement Disorder Nurse Specialist pilot program 

commenced in late in 2019. In the almost 5 years since this pilot program was commenced, multiple factors 

have impacted upon the program, these have been reported in detail in the Realist Evaluation completed in 

August, 2023. This report is designed to add to the 2023 Realist Evaluation and includes further data 

collected from two sites where the MDNS role remains active.   

Qualitative Descriptive Study 

The aim of this study was to undertake a further examination of two Movement Disorder Nurse Specialist 

(MDNS) positions established as part of the larger Movement Disorder Nurse Specialist Pilot project that 

commenced in late 2019. The study utilised an over-arching case-study design. Two sites where the MDNS 

role remains active were sampled. A qualitative descriptive research approach was taken to data collection, 

analysis and interpretation of the data.  

Interpreting the Findings 

In the case study site (Grenfell) with a population of 3,649 located in an Outer Regional Area (MMM5), the 

MDNS has one-day/week allocated to the role.  This nurse remains active and has developed creative 

approaches to utilising the knowledge and skills learned during the education component of the MDNS Pilot. 

In addition to conducting individual assessments and referrals, the nurse conducts two group programs, one 

a Men’s Exercise Group and the other a Dance Wise Exercise group. Participants from both groups 

emphasised the importance of being part of locally delivered group activities. Benefits derived from getting 

out of the house, socialising, and sharing experiences with other members of the community, some of whom 

have Parkinson’s disease while the remainder are living with a range of diverse chronic health challenges 

limiting their mobility and physical functioning. They further identified the importance they attached to nurse’s 

professional expertise combined with her status as a trusted ‘local’. These factors are consistent with rurally 

focused research that has identified the importance of activities that are located close to home, accessible 

for those with decreased mobility, suited to the person’s interests, health conditions and budget.   

In the second case study site (Dubbo) with a population of 71,666 located in an Inner Regional Area 

(MMM3), the MDNS role incorporates a range of activities, engaging with both clinicians and people with 

Parkinson’s disease and their carers in inpatient, outpatient and community settings. Although this location 

has a major referral facility for acute care services, access to specialist neurologists is extremely limited, as 

is access to allied health professionals. Participants identified the MDNS role as invaluable, while noting 

concerns about sustainability, ongoing funding and capacity to meet the needs of the region.  
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Both nurses described the significant challenges encountered in utilising the knowledge and skills they had 

obtained from their involvement in the MDNS Pilot program and identified organisational factors that 

contributed to these challenges.  

Reflections 

The data from this small study are consistent with well-documented inequities in access to specialist 

neurological services experienced by rurally located people with Parkinson’s disease and their carers and 

the need to expand the neurology support workforce.  

Challenges arising from poorly integrated care and organisational factors, including roles not embedded as 

part of the ongoing staffing complement, insecure funding, lack of succession planning and systems issues 

were identified for both sites.   

The MDNS Pilot program provided clinically relevant education designed to enhance the delivery of quality 

healthcare for people with movement disorders. However, unless these nurses are able to utilise their 

knowledge and skills and work to their full scope of practice, the provision of focused education programs is 

unlikely to deliver the anticipated improvements in healthcare delivery.  

While there are ‘pockets of excellence’ in a few regional areas, the organisational and funding barriers to 

state-wide change serve to reinforce the need for a nationally coordinated approach to Parkinson’s disease 

in Australia.  

The 2022 World Health Organisation Technical Brief and the recently announced 2024 funding to the 

National Parkinson’s Alliance to develop Australia’s First National Parkinson’s Action Plan both point to the 

importance of upskilling primary health care clinicians as a key action to improve access to evidence-based 

care both in metropolitan and regional, rural and remote Australia.  

Given that Parkinson’s disease is a progressive neurodegenerative condition, integrated care across the 

continuum of the disease trajectory is essential.  This must include access to timely diagnosis, management 

with both pharmacological and non-pharmacological  treatments, rehabilitation services and palliative care 

services.  

Recommendations 

These recommendations are informed by the findings from this additional study, the 2023 Realist Evaluation, 

relevant research, the World Health Organisation Technical Brief and the activity underway currently to 

develop Australia’s First National Parkinson’s Action Plan. 

• Given the imperative to upskill primary health care clinicians in recognizing, responding too and managing 

Parkinson’s disease and other movement disorders, consideration should be given to consulting with the 

Australian Primary Healthcare Nurses Association (APNA) to develop a Parkinson’s Disease/Movement 

Disorder on-line training module. 
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– This organisation has a nation-wide reach and is experienced in delivering on-line training for primary 

health care nurses .   

– This would be an invaluable addition to the building capacity programs delivered by APNA and ensure 

primary healthcare focused care for people with Parkinson’s disease is accessible to nurses 

nationally.  

• For Primary Healthcare Networks covering regional, rural and remote areas of Australia, it is 

recommended that attention be given to:  

– Facilitating access to education programs for primary healthcare nurses and allied health 

professionals to ensure more extensive knowledge of movement disorders 

– Developing health pathways to provide ready access to up-to-date evidence based information for 

general practitioners 

– Recognise the isolation experienced by individual clinicians where services for people with conditions 

such as Parkinson’s disease are delivered by one person 

– Ensure contingency and succession plans are in place to enable continuity of service delivery 
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Background 
The Western NSW Primary Healthcare Network Movement Disorder Nurse Specialist pilot program 

commenced in late in 2019 with the underlying premise that:  

Building registered nurse capacity (i.e., knowledge, skills, and competence specific to movement 

disorders) will result in improved care for people living with a movement disorder to care for people in 

underserved rural and regional settings [1]. 

In the almost 5 years since this pilot program was commenced, multiple factors have impacted upon the 

program, these have been reported in detail in the Realist Evaluation completed in August, 2023 [1].  

The graphic below is provided to orient the reader to the different phases of this project.  

 

 

Figure 1: Overview of MDNS pilot timeline 

This report is designed to add to the 2023 Realist Evaluation and includes further data collected from two 

sites where the MDNS role remains active.   
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Qualitative Descriptive Study 
Aim 

To undertake a further examination of two Movement Disorder Nurse Specialist (MDNS) positions 

established as part of the larger Movement Disorder Nurse Specialist Pilot project that commenced in late 

2019.  

Objectives  

To seek the perspectives of three distinct groups of the value and impact of the movement disorder nurse 

specialist (MDNS) role: 

• Health professionals who have direct contact with the MDNS 

• people diagnosed with movement disorders who have accessed the services provided by a MDNS  

• carers and families of people diagnosed with movement disorders who had accessed the services 

provided by a MDNS 

Methodology 

Case study research design 

Given the two markedly different sites in which this study was undertaken, this final evaluation is also suited 

to an over-arching case-study design, albeit on a smaller scale to the realist evaluation undertaken in 2023 

[1]. This project design is underpinned by pragmatism and a constructivist perspective [2]. This design 

supports an exploration of factors both specific to each case and the broader contextual and organisational 

factors that impact upon each case [3].  

Case study selection 

For this study, the selection of case study sites was purposive. Thus, the sites chosen were the two sites 

where:  

• the Movement Disorder Nurse Specialist role continues,  

• regular contact with the two nurses has continued with the Project Manager from WNSW PHN and 

• the MDNS were eager to engage with further data collection 

Qualitative descriptive research 

The approach to data collection, analysis and interpretation for this case-study research was what is broadly 

described as qualitative descriptive research [4, 5]. This approach focuses on a ‘straight description and 
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comprehensive summary of the phenomenon of interest’ and uses participants’ language in the descriptions 

of the findings [4].  

Methods 

This section describes the methods and tools utilised to collect the data for project.  

Recruitment 

Participants were sought from the two sites indicated on the map below.   

 

Figure 2: Western NSW Local Health District https://www.health.nsw.gov.au/lhd/Pages/wnswlhd.aspx  

https://www.health.nsw.gov.au/lhd/Pages/wnswlhd.aspx
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Dubbo Case Study Site 

For the larger Dubbo Case Study site, several methods were used to recruit consumers of MDNS services 

and their carers including:  

• Putting up information posters and distributing flyers about the study at the hospital based outpatients 

clinic where the MDNS is based;  

• Enlisting the assistance of the communications manager at Parkinson’s NSW who emailed information to 

consumers and carers on the Organisation’s mailing list; and  

• Direct recruitment by one of the research team who attended one of the Dubbo Parkinson’s Support 

Group meetings and distributed the Participant Information Sheets and Consent Forms. Interested 

participants would then be invited to contact the Research Assistant to arrange a face-to-face or online 

interview with the Chief Investigator. 

• Health care providers working in the public and private healthcare systems who were actively engaged in 

providing care to people living with a movement disorder in Dubbo and surrounds were identified by the 

MDNS. The Research Assistant then emailed the potential participants inviting them to participate in a 

one-on-one online interview with the Chief Investigator.  

Grenfell Case Study Site 

A pragmatic approach was utilised to recruit consumer and career participants at the smaller Grenfell case 

study site. The Chief Investigator and Co-investigator attending several community based activities (Grenfell 

Men’s Group, Grenfell Community Health Dance Wise Exercise Group) conducted by the MDNS to recruit 

and speak with consumers and their carers. The visit also provided the opportunity for the Chief Investigator 

to meet directly with the MDNS. 

Data collection 

The data for this study were collected using three primary methods: semi-structured interviews, group 

interviews, and researcher observations. These methods enable detailed and nuanced information to be 

obtained from participants, providing an in-depth data set from a limited number of participants. Data 

collection was undertaken during April 2024.  

Grenfell – site visit 
 
– Attended Men’s Exercise Group 
– Dance Wise Exercise Group 

 
• Interview with Movement Disorder Nurse 

Specialist 
– Face-to-face 
 

Dubbo – semi-structured interviews 
 
– Interviewed on-line 
– Movement Disorder Nurse Specialist 
– Neurologist  
– Person with Parkinson’s disease 

 
• Home visit to interview 

– Carer and Person with Parkinson’s disease 

Table 1: Data Sources 
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Data analysis and interpretation  

All interview data was transcribed and analysed using Yin’s 5 Phases of Analysis [6]. This rigorous process 

enabled the identification of codes and themes that illustrate the participants’ perspectives of the MDNS role. 

The interpretation of this analysis was undertaken iteratively throughout the coding process with reference to 

relevant empirical research and grey literature.  The process of interpretation required frequent reference 

back to the initial design for the MDNS pilot [7] and subsequent reports documenting the evolution of the pilot 

project [1].   

Data limitations 

This study employed rigorous methods to ensure the quality and trustworthiness of the data, however, 

despite active measures to recruit widely across the larger site (Dubbo), only a small number of people 

responded. The purposive sampling limits the generalisability of these findings to populations in other 

contexts [8]. Self-report data in interviews potentially introduces bias, as participants recall their past 

experiences without reference to contemporaneous reports. Additionally, the  presence of the two 

researchers at one site may have influenced participants’ behaviours and potentially altered the ways in 

which they spoke of the activities in which they were engaged.  

Ethics approval 

Ethics approval to conduct this study was obtained from the Greater Western Area Human Research Ethics 

Committee (HREC) Approval Number: 2024/STE00646 (See Appendices 1 & 2: for a copy of the recruitment 

flyer and the Participant Information Sheet and Consent Form submitted to the HREC).    

Site specific approval was obtained to allow data collection from Dubbo Health Service from which data 

collection was obtained for this two-site qualitative description study.  This included the addition of Didiya 

Chennakkattel Issac as the Principal Investigator for this site to enable her to facilitate access to potential 

participants (See Appendix 3 for Notification of approval).  

 

Interpreting the data 
This section presents the analysis and interpretation of the observational and interview data interwoven with 

reference to relevant medical, health management and social research specific to Parkinson’s disease.   
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Geographical location 

The sites that are the focus of this report are each located within the WNSW Local Health District footprint 

(i.e. Part of the wider area covered by the WNSW Primary Health Network).  

Location Population* Modified 
Monash 
Model[9] 

ASGS Remote Australia 
(2016)[10] 

Acute Care Services 

Grenfell 
360 kms to 
Sydney  
> 5 hours 
driving 

3,649 MMM5 Outer Regional Code RA 3 Multipurpose Service 

Dubbo 

390 kms to 
Sydney  
>5 hours 
driving 

71,666 MMM3 Inner Regional Code RA 2 Major referral facility 

Table 2: Case study sites 

Please note: Pseudonyms have been used throughout for participants attending each of the groups 

described below (indicated by *).  

Grenfell 

The MDNS role in this location is limited by time and funding constraints with one-day/week allocated to 

addressing the needs of people living with a movement disorder in this small community. Nevertheless, the 

MDNS (Belinda Bourne-Wilson) has remained active, developing creative approaches to utilising the 

knowledge and skills learned during the education component of the MDNS Pilot.  

The researchers attended the two group programs delivered by the MDNS.  

MEN’S EXERCISE GROUP 

An extensive literature details the importance of regular physical activity and exercise for people diagnosed 

with Parkinson’s disease [11-13]. Apathy has been described as one of the non-motor symptoms highly 

prevalent in Parkinson’s disease [14].  This symptom impacts on a person’s capacity to self-motivate to 

exercise regularly, however engagement in group based activities has been described as helpful [15].   

The Men’s Exercise Group is conducted in the small ‘gym’ utilised by physiotherapists for rehabilitation 

programs delivered through Grenfell Multipurpose Service (https://www.nsw.gov.au/departments-and-

agencies/wnswlhd/service-directory/grenfell-health-service#toc-our-services). The gym is fitted with a range 

of exercise equipment.  Five to seven men attend weekly.  Group members are aged between 70 and 92 

years. While not all have a diagnosis of Parkinson’s Disease, each person has a range of difficulties with 

balance and mobility and most have had several falls. One participant, John*, (70-years-old) was diagnosed 

https://www.nsw.gov.au/departments-and-agencies/wnswlhd/service-directory/grenfell-health-service#toc-our-services
https://www.nsw.gov.au/departments-and-agencies/wnswlhd/service-directory/grenfell-health-service#toc-our-services
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with Parkinson’s disease several years ago.  He continues to work as a high school teacher in a school 

located 50 kilometres from his home.  Since reducing his work hours to four days/week he has been able to 

attend the exercise group.  

While John continues to enjoy his work, he acknowledges his increasing risk of falls and that he is becoming 

progressively more fatigued.  

I'm getting to the point where I feel I'm not doing my job as capably as I would like to…. So this might be 

my last year…. I think once I've finished I'll finish. I have had a couple of falls at school… I broke a rib 

once but I was knocked over by a kid accidentally. And landed on my chest and my elbows on the asphalt 

but the kids always say are you alright sir? Even a kid I might not know, says are you okay sir? You need 

a hand. 

For John having access to this group in his community had several benefits.  

It wasn’t hard to come because I'd known Belinda when I was teaching here. I taught some of her kids and 

had met her parents…So I was quite comfortable knowing her previously… That's one of the useful things 

about being in a smaller community.  

John had previously been reviewed by the neurologist every six months in Orange, 150 kms from Grenfell. 

It used to be once every six months I haven't seen him for a year because I'll have an appointment and 

they'll say we've had to move it back or the doctor's on leave. So it's just as well Belinda's around.  

While Bert* aged 92 has a formal diagnosis of Parkinson’s disease and takes disease specific medications, 

he stridently refutes this, instead attributing his condition to ‘being past his use-by-date’. Bill denies enjoying 

the group, simply stating that “It's a hell of a lot better than sitting in your lounge room all day, every day.” 

Nevertheless he attends every week, talks with Belinda about any health concerns, for example, weight loss 

and accepts suggestions offered by the nurse.   

The often jocular conversation, between participants where no topic seemed to be ‘off-limits’, included 

reference to personal experiences, health challenges, being a ‘retired alcoholic’, secrets to remaining 

married for more than 70 years, and shared memories of historical events.  As researchers, this was an 

opportunity to observe both the significance of the group in providing social interaction, support and physical 

activity for older adults, as well as a space to speak openly of both the challenges and joys of aging, and 

maintaining relationships. 

‘Of course, I’m going to fall if I’ve had a lot of grog on board’ 

Yeah, I fall sometimes, but I don’t mind the falling, it’s the stopping I don’t like’ 

While the focus of the activities would appear to be on physical activity alone, most of those attending were 

unlikely to engage with a ‘disease-specific’ support group or to self-initiate an assessment with the limited 

allied health services in this region. Belinda utilises the knowledge and skills that she acquired through the 
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educational component of the MDNS pilot program and undertakes regular assessments of each person’s 

weight, medication management, changes in mobility, overall health status and engagement with specialist 

services.  She ensures that the exercises and activities are individually tailored for each participant. This 

group provides a supportive space with a skilled clinician and other community members who are all 

supportive and understanding of each other’s circumstances. It could be suggested that the real benefit of 

this group is connection and engagement combined with regular monitoring of symptoms and function. 

DANCE WISE EXERCISE GROUP 

Group based music therapy and dance have been shown to provide benefit for people with Parkinson’s 

disease with the benefits extending beyond improvement in gait and mobility. [16, 17]. The interactions that 

are an integral component of group-based interventions may also improve mood and alertness and improved 

quality of life for people with Parkinson’s disease [18]. Likewise, similar benefits are reported for older people 

with significant functional impairment and multiple comorbid conditions [19, 20]. 

Belinda was very aware that group activities for community members with a range of chronic conditions, 

including Parkinson’s disease are limited in Grenfell. She thus sought additional training to enable her to 

offer a six-week dance program.  Participants are led through a range of exercises, most of which are 

undertaken while seated, with some exercises with the person standing and holding the back of the chair (if 

able to do so).   These activities are interspersed with ‘brain training’ described as important to keep 

‘stretching your brain’. Participants suggest songs that they would like included in the routine for the next 

week. The activities are designed to improve physical function, coordination, and flexibility as well as lift 

mood and promote general well-being.  

In contrast to the Men’s Exercise Group, this group is conducted in a large room within the Grenfell 

Community Hub. Sixteen women and one man were in attendance, those participating were living with a 

diverse range of chronic health conditions and often multi-morbidity. Some of the conditions identified 

included Parkinson’s disease, recovering from a series of deep vein thromboses, fractured hip and ankle, 

cancer treatment for sarcoma and non-Hodgkin’s lymphoma, post-stroke experiencing ongoing difficulties 

with balance and muscle weakness, recovering from a prolonged intensive care admission with Covid-19 

and continuing long-Covid symptoms.  

For those attending, the location in town serves to de-medicalise the activity, instead providing an 

opportunity to engage in an activity with health benefits while enjoying the social interactions with a group of 

people all of whom are affected with conditions impacting on their physical functioning. It could be suggested 

that the nature of this group also increases health literacy within a small community about how Parkinson’s 

and other disorders affect individuals. 

Of note, was the MDNS’s pivotal role in actively engaging each of the participants and supporting the 

creation of a warm, welcoming and inclusive environment where group members were observed to share 

their stories and connect with each other. Previous research has identified factors specific to the 

instructor/facilitator including personality, professionalism, empathic and humanised approach that are key to 

participants remaining engaged with physical activities [21].  
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Participants reported the dance group as a fun and enjoyable experience in which they are engaged in 

continuous learning, skills development and new activities to keep their minds active and improve their 

cognitive function. Dance sessions of a similar structure to this program delivered to older people in an acute 

hospital setting were reported as having a positive impact, promoting movement and physical activity.  The 

sessions were experienced as meaningful and enjoyable, which then encourages social interaction [22].  

PARTICIPANTS’ PERSPECTIVES 

Participants from both the Grenfell Men’s Group and the Grenfell Community Health Dance Wise Exercise 

Group cited the importance of being part of these locally delivered group activities. They described the 

benefits derived from getting out of the house, socialising, and sharing experiences with other members of 

the community, some of whom have Parkinson’s disease while the remainder are living with a range of 

diverse chronic health challenges limiting their mobility and physical functioning. They further identified the 

importance they attached to Belinda’s professional expertise combined with her status as a trusted ‘local’.  

These factors are consistent with rurally focused research that has identified the importance of activities that 

are located close to home, accessible for those with decreased mobility, suited to the person’s interests, 

health conditions and budget.  Access to transport for those unable to drive was also an essential 

component to consider when providing activities such as these [23].    

THE MDNS PERSPECTIVE 

The MDNS spoke of the frustration she experienced as she attempted to respond to the individual needs of 

people in the community with Parkinson’s disease and other movement disorders. This proved especially 

challenging where extensive time was required to facilitate access to the extremely limited allied health and 

specialist neurological services. She described the assistance of Didiya, the MDNS based in Dubbo as 

invaluable, likewise, that of an occupational therapist who had been temporarily employed in a NSW Health 

funded role to coordinate care for people in some parts of the local health district.  However, similar to the 

MDNS role in this location, funding and continuing of this service was under threat as well.   

The group based activities served to support a number of people at the same time.  While these two 

activities and the other services the MDNS provides were widely reported by the participants of each group 

as positive and impactful, Belinda perceived her knowledge and skills as limited.  She also described feeling 

exhausted and needing a ‘break’, noting the lack of anyone to replace her when she takes leave. Another 

concern was her awareness that the funding for her one-day/week was not secured.  A further source of 

frustration was the unsolved issue of reporting the activities specific to the MDNS role.  Her understanding of 

this difficulty was the discrepancy between data collection for nursing activities and activities that are 

perceived as ‘allied health’ specific.  

While Grenfell is identified as MMM5, the issues raised by the MDNS align with a number of those identified 

by nurses charged with providing primary health care in a remote setting [24]. These include a lack of 

physical resources, specialist health services and time, working alone, and a lack of shared understanding 

with managers. As a clinician deeply embedded in her local community and committed to addressing the 
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unmet needs she continually observed, she described a compromise where she attempts to do the best that 

she can with the limited personal and organisational resources available [24].  
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Dubbo 

Didiya, the MDNS in this location was described in the Realist Evaluation (2023) as an Exemplar of Success. 

The data collected in April 2024 provides a ‘window’ into the contextual and organisational challenges within 

which this nurse practices.  

Please note: Pseudonyms have been used throughout this section for findings reported from interviews with 

a person with Parkinson’s disease and carer (indicated by *).  

ACCESS TO SPECIALIST AND ALLIED HEALTH SERVICES 

While Dubbo is described as a major referral facility, access to specialist movement disorder neurologists is 

extremely limited.  Public neurology services are limited to one neurologist who works part-time.  Fly-in, fly-

out neurologists provide limited private services, with only one whose subspecialty is movement disorders.  It 

was noted that for each of these ‘their books are closed or nearly closed’. Those people who require 

specialist interventions (e.g., deep brain stimulation, insertion of a Duodopa pump) must travel to Sydney (at 

least five hours by road).  

… I think since 2019 this neurology position in Dubbo has been advertised and even today it's advertised 

without any response.  

While the part-time Dubbo-based neurologist was on maternity leave last year…  

…that 10 months period was covered by 7 different neurologists, flying in, flying out, different neurologists 

from Sydney. 2 weeks here, 2 weeks there.. I'm thinking of what this is like for patients, they see a 

different one every time…. Care coordination difficulties are massive 

Access to allied health professionals is likewise extremely limited with long waiting times.   

 ‘…we've got no public speech pathology services at the moment at all. In Dubbo there's very limited 

physiotherapy and occupational therapy services... Really, it's very hard for us to get access, long waitlists 

and limited resources’ 

 

Despite the contextual challenges in this location, the participants interviewed described the positive impact 

of the MDNS role.  

PARTICIPANTS’ PERSPECTIVES  

Neurologist 

The neurologist noted that Didiya was employed in Dubbo as the EEG (electroencephalogram) nurse 

initially.  
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“…when she mentioned that there was this project being launched so that she could learn more about 

movement disorders and hopefully set up a service here, I was super enthusiastic about it because I've 

seen these clinics working really well in tertiary settings and in Sydney…” 

The role was described as invaluable:  

She's providing this outpatient service, which is terrific, but then I think Didiya has been particularly 

innovative here in that she's focusing on an inpatient service as well. So she's identified what’s important 

both for the patients themselves, but also for the confidence of the staff caring for people who have a 

movement disorder so that they are identified early in their presentation.  

And so that she can do a kind of outreach service to go and check on them, check their medications are 

being administered correctly, check that they've got the correct medications in stock, make sure that if 

there's nurses involved, they get that education about the timing of the medications and how important it is 

not to miss them. 

Now on our electronic medical record, people who have a diagnosis of a movement disorder get 

automatically flagged to her when they get admitted to hospital. That's a really big change. 

For the neurologist, this role supported the delivery of care beyond assessment and medication 

management for people experiencing a complex neurodegenerative condition. The importance of integrated 

care for this population has been well described [25].   

For the first time, I now have a service where I can offer newly diagnosed movement disorders patients 

more than just what I can do in my brief time with them, in which I have to do their whole assessment, 

review their medications, and try and provide education and support 

And so it means that I can say look, if you've got more questions you can talk to Didiya… she'll have a 

comprehensive look at everything involved in your care. 

It means I've got more to offer the patients and then it also hugely reduces my workload with movement 

disorders patients because before this service was in place, I had to try and do all of the education myself, 

which is very time consuming. 

It means that for people who might have a small niggling concern in the six months between their visits to 

me, that maybe their GP doesn't know how to address, they have another point of call. 

 

Of concern, was the precariousness of the MDNS role, and the other demands on the nurse’s time.  

It would obviously be better if we had a nurse who was a dedicated movement disorder nurse… but 

anyway we do with what we've got…She’s wonderful…We’re very grateful for her.’ 
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Carer and person with PD 

The interview with Susan* and Grant* was conducted at their home.  Susan was diagnosed with Parkinson’s 

disease 10 years ago (at the age of 66), by a Sydney based movement-disorder neurologist. The couple 

noted that marked symptoms were noticeable at work for some time prior to this. Susan spoke of the 

deterioration in her health as:  

“Last year was an absolute struggle - Parkinson's is taking more and more of me.” 

Her mobility is now severely impaired, she has had multiple fractures, including a sacral fracture and more 

recently a ‘broken neck’. Susan has difficulty swallowing, limited taste, and can no longer independently 

attend to basic self-care activities.  

While the couple were grateful for the assistance they access via My Aged Care, the ongoing difficulties 

encountered when services are disconnected with no clear structure for communication between services.  

They described the trauma arising when Susan experienced an adverse reaction to two Parkinson’s specific 

medications that resulted in tactile hallucinations.  Attempts to contact the Sydney-based neurologist 

required contacting the Dubbo-based booking service.  Despite the neurologist’s advice to cease one of the 

medications and half the other, the residential aged care facility providing respite care for Susan refused to 

accept the e-mailed instructions from the neurologist.  Grant was advised to contact the general practitioner 

to formally alter the medication chart.   Such challenges are consistent with published reports [26]. 

Although, Susan is not a public patient, her neurologist is in private practice in Sydney. Didiya was described 

as an invaluable resource “I’ve rung her when people don’t seem to understand what is required”. 

Dubbo Parkinsons Support Group leader 

Parkinson’s NSW coordinates the statewide network of Parkinson’s Support Groups [27]. However, 

individual support groups are very much reliant on the volunteers who organise and lead the meetings 

usually held monthly [28, 29].  

The current leader of the Dubbo Parkinson’s Support Group was diagnosed with Parkinson’s disease more 

than 10 years ago.  He described accessing private neurological services every six months with a fly-in-fly-

out neurologist.  Since diagnosis, his condition has deteriorated a great deal, “I’ve slowed down a lot…we 

battle a lot” such that he has more recently needed to access short-term respite care.  

The support group meetings are regularly attended by 25-30 people (people with Parkinson’s diseases and 

carers).  Given his deteriorating health, the leader stated:  

“It was getting too much, such that I wanted to give it away…. And one of the things that I had to do was to 

try and organize speakers…Didiya was able to step in and organize quite a lot of speakers, which is taking 

the pressure off me.  I just had to issue the notification of the meeting and that's it now.”  

The co-researcher for this project attended one of the meetings of this Dubbo group.  Her observations 

highlight the importance of the MDNS’s engagement with the group, noting the supportive nature of the 
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group meeting, the opportunities provided to share resources between attendees along with resources 

provided by the MDNS. Guest speakers provide focused condition specific education, enabling those 

attending to improve their health literacy and obtain additional skills to manage their condition. Didiya’s 

attendance at the group enabled those attending to check in with her, enabling additional disease 

management support.  

The beneficial role of support groups both for people with Parkinson/s disease and their carers is described 

by the World Health Organisation as not only supporting’ learning and communication and providing 

emotional and social support’. The benefits extend to ‘opportunities for local advocacy, combatting 

stigmatisation in communities and about educating people about PD’ [29, 30].  

INITIATING IMPLEMENTATION OF EVIDENCE BASED PRACTICE (EBP) INTO ROUTINE CARE: NOT FOR 

THE FAINT-HEARTED  

Providing education, training, clinical placement and other upskilling opportunities to registered nurses 

through the MDNS pilot project was viewed as one solution to improving access to specialised nursing care 

and health outcomes for people living in rural and remote communities with movement disorders, including 

those with Parkinson’s disease [1]. 

However, despite increasing the capacity of these nurses to care for people living with movement disorders, 

MDNSs still face challenges and barriers to utilising their knowledge and skills in the workplace. This case 

study provides an example of the difficulties experienced by Didiya, a motivated and competent MDNS trying 

to incorporate evidence based practice into routine practice and highlights organisational factors that can 

impact the MDNS’s ability to improve the care of people living with movement disorders. 

Didiya had completed a clinical placement with Vince Carroll, Parkinson’s Clinical Nurse Consultant (CNC) 

based in Coffs Harbour who works with the  Mid North Coast Local Health District (MNCLHD) and adjunct 

lecturer Vincent Carroll — Charles Sturt University Research Output (csu.edu.au) . Didiya had observed the 

clinical benefits of a project led by this CNC that was designed to address documented difficulties with 

medication management for people with Parkinson’s disease admitted to hospital [31, 32]. The project had 
resulted in demonstrated improvements in clinical care, a marked decrease in prescriptions of 

contraindicated medications and a decreased length of hospital stay for people with Parkinson’s disease 

[31]. 

 

A Collaborative Clinical Practice Improvement Project [31, 33]  

The outcomes resulted in a Parkinson’s Disease (PD) ‘flag’ on Parkinson’s patients’ electronic 
medical record (EMR) when they presented to the emergency department. The flag automatically 
alerts both the community based MDNS and the hospital pharmacist when the person presents to 
the Emergency Department and is admitted to hospital. This triggers a range of alerts and 
interventions ensuring that:  

• Parkinson’s specific medications are available,  

https://researchoutput.csu.edu.au/en/persons/vincent-carroll
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• Emergency Department medical officers are alerted to contra-indicated medications and 
have access to the MNCLHD ‘Clinical guideline for the care and management of patients 
with Parkinson's disease at presentation and admission to hospital’ [34]. This was 
distributed as a State wide Safety Notice March 2020[35] and further updated in 2023 [36] 

• Nurses are alerted to the time-critical nature of specific medications. 
Results showed a reduction in average length of hospital stay for Parkinson's Disease as a 

secondary diagnosis, from 9 to 6.2 days [33]. 

 

As a result of the Parkinson’s specific education and her clinical placement, the Didiya was deeply aware of 

the potential for adverse events when time-critical medication for Parkinson’s disease is not ensured [32]. 

She recognized the importance of ensuring medication safety as outlined in the National Safety and Quality 

Health Standards [37].   In early 2023 Didiya had reported that she was  

“working on introducing systems improvements to the hospital EMR so that when a Parkinson’s patient 

comes through the ED, a PD flag is triggered and the PD nurse, pharmacist and ED clinicians are alerted 

and thus able to initiate time critical medications” [1].  

Didiya noted that not only would the addition of the ‘PD flag/alert’ to the EMR improve health outcomes, it 

would enable capture of valuable information about people living with movement disorders in the local 

community. 

During this interview, 12 months later, she noted that not only would the addition of the ‘PD flag/alert’ to the 

EMR improve health outcomes, it would enable capture of valuable information about people living with 

movement disorders in the local community. She then described the process that she had undertaken to 

finally achieve success.  

“I asked the project lead (LHD EMR team) to set it up so that we can trace these people, as we had no 

data. What are their major presenting problems and how can we stop unwanted hospital admissions?”. 

Her reflections capture the frustrations and difficulties she experienced as she attempted to facilitate the 

implementation of the ‘PD flag/alert’. 

“I went on placements and this LHD had this policy, or guideline on the intranet and when I talk to our LHD 

everything is so foreign and I don’t know what stops them…They question then, how does Orange do it? 

How does Bathurst do it? Maybe we are innovative (within this LHD), but let’s do this…Then they have to 

talk to the other person, then they do a MS Teams meeting, Round one, Round two and then they 

interview all these allied health people to be part of this, and finally it is done last week”. 

It took both the persistence and many months of advocacy work by this MDNS to finally succeed in having 

the PD flag active in the EMR.  

‘I think I’m notorious among the ED team now…I’m so demanding”’. 
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It is important to note that Didiya’s focus on capturing information about people living with movement 

disorders in the local community is supported by a recent scoping review as an important activity [38]. This  

review concluded there is  

‘A paucity of reliable prevalence data indicates the need for well-designed, country-specific 

epidemiological studies to be conducted to estimate the actual impacts of the disease to inform public 

health planning, particularly in regional, rural and remote areas where access to PD-specific care is 

already inequitable’ [38].  

The issues contributing to the barriers encountered in this case study are unclear.  Potential contributors 

could be one or more of the following:   

• An organisational culture with limited leadership capacity or capability to support the translation of 

evidence into clinical practice [39, 40] 

• Failure to respond to recommendations outlined in the Updated Safety Notice released by NSW Health in 

September 2023  

• ‘This Safety Notice includes additional medication management strategies to ensure safety for patients 

with Parkinson disease. These include broadened electronic Medication Management (eMM) system 

considerations as well as considerations for patients with swallowing difficulty’ [41] (See Appendix 4). 

• Overly complicated processes or structures to support the implementation of health technologies in 

enable evidence based clinical practice [42].  

 

What this case study highlights is the complicated health context in which MDNSs operate and that 

equipping Registered Nurses (RNs) with the information, education and skills is still often not enough to 

implement evidence based Movement Disorder care and change clinical practice. This case study would 

suggest that strategies including measures to upscale and spread EBP across LHDs, train RNs in advocacy 

work and educating organisations about the benefits of implementing EBP in terms of improved clinical 

outcomes and resource management are required.  

 

Reflections 

The findings from this additional round of data collection are consistent with a recent modelling of 

accessibility of adult neurological care in Australia assessing the capacity of the neurology workforce to meet 

estimated demand in 2020 and 2034. This modelling highlighted both the well-documented inequities in 

access to specialist neurological services experienced by rurally located people with Parkinson’s disease 

and their carers and the need to expand the neurology support workforce  [43].  

Both of these MDNS roles are situated within services delivered by NSW health via Western NSW LHD. 

Although there are a number of HealthOne NSW Service locations in this LHD, where integrated primary and 

community health services have been established [44],  neither of the case study sites examined for this 
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report are HealthOne sites [44].   Although the positive impact of these two roles are clear, with feedback 

from community members and the neurologist describing a range of benefits, there are a number of 

organisational factors that limit the capacity for each nurse to provide the services needed in their 

communities.  

• Roles not part of ongoing staffing complement.  

• Insecure funding 

• Lack of succession planning 

• Systems issues that impact on: 

– Efficient care delivery 

– Documenting the care delivered to enable accurate reporting of data 

Access to clinically relevant education that both enhances delivery of quality healthcare and enables career 

development has been shown to be an integral component of recruiting and retaining healthcare 

professionals in rural areas [45]. Nevertheless, unless nurses and allied health professionals are able to 

utilise their knowledge and skills and work to their full scope of practice, the provision of focused education 

programs alone is unlikely to deliver the anticipated improvements in healthcare delivery [46-48].   

While evidence-based neurological services are available to those residing in most metropolitan areas in 

Australia, albeit with lengthy waiting times for those who cannot afford to consult private neurologists, this is 

not the situation in many regional locations and the majority of rural and remote locations.  Parkinson’s NSW 

as the peak body has collaborated closely with clinicians and academic researchers to draw attention to the 

needs of people living with Parkinson’s disease in regional, rural and remote areas of the state. The 

organisation funded initial research evaluating nurse-led models of care [49-51] and further research 

examining support group leadership models in rural NSW [29]. Continued anecdotal feedback from people 

with Parkinson’s disease admitted to rural and regional hospitals that clinicians appeared to have limited 

awareness of Parkinson’s disease highlighted the need to ensure that undergraduate curricula included this 

condition in subjects focused on neurological conditions. In response, a chapter focused on Parkinson’s 

disease has been included in the third edition of a widely utilised nursing textbook [52]. Following an 

invitation from the editors of the Australian Journal of General Practice, two articles focused on increasing 

awareness of non-motor symptoms and communication and swallowing difficulties in Parkinson’s disease 

were published [15, 53]. Concurrently, specialist Parkinson’s nurses have identified the need for further 

research focused on the delivery of evidence-based nursing practice for people with Parkinson’s disease 

[54-56].  

Aligned with the examples of nurse-led research and advocacy efforts described above, there are ‘pockets of 

excellence’ in rural areas where innovative models of nurse-led team based care have been developed and 

co-funded with Parkinson’s NSW.  Successful improvements to clinical practice, including projects to ensure 

people with Parkinson’s disease admitted to the Emergency Department and in-patient wards receive time-

critical medications on time achieved in Coffs Harbour have inspired other MDNSs to attempt to replicate the 

intervention in other clinical settings both urban and rural.  
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These examples of collaborative efforts and focused activities designed to address the unmet needs of 

people with Parkinson’s disease and the organisational and funding barriers to state-wide change serve to 

reinforce the need for a nationally coordinated approach to Parkinson’s disease in Australia [29]. 

Upskilling primary health care clinicians  

In 2022 the World Health Organisation released a technical brief emphasising the need for an urgent public 

health approach to Parkinson’s disease [30] with an emphasis on upskilling primary healthcare clinicians to 

recognise, diagnose, refer to specialist services (where available) and institute evidence-based care. The 

emergence of the Australian National Parkinson’s Alliance in March 2024 further highlights the imperative for 

a nationwide response to addressing the impact of Parkinson’s disease [57].  The subsequent 

announcement of funding to develop Australia’s First National Parkinson’s Action Plan signals the 

Commonwealth Government’s recognition of the need for a coordinated response to care delivery and 

research focused on Parkinson’s disease [58, 59].  The purpose of this national plan is to call for 

improvement in key areas that include:  

• improved education and capability of the health, disability and aged care workforce 

• earlier detection and diagnosis of Parkinson’s, including more empathetic delivery of diagnosis and 

referral and access of a multi-disciplinary team 

• better access to, and co-ordination of, evidence-based healthcare, resources, supports and treatments 

[39]  

Of note, these key areas of focus are consistent with those identified by the WHO, i.e. to ‘build the capacity 

of primary healthcare, social workers, rehabilitation and palliative care; and ensure education and training of 

primary health-care providers’ [30].  

 

Increased focus on integrated care for continuity across disease trajectory 

While extensive research globally seeks to identify treatments to change the trajectory of Parkinson’s 

disease, this is a progressive neurodegenerative condition.  Thus, integrated care across the disease 

trajectory is essential [30]. To date, access to timely diagnosis, management with both pharmacological and 

non-pharmacological  treatments, rehabilitation services and palliative care services is not readily available 

for most people living those in regional, rural and remote Australia.  

The following actions recommended by the WHO to strengthen health and social systems are applicable to 

address the inequities experienced by those living in regional, rural and remote Australia:  

• increase innovations for specialist support (e.g. telemedicine) to offer remote interdisciplinary support for 

people with PD,  

• integrate diagnosis, treatment, rehabilitation and palliative services into interdisciplinary teams  
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• promote educational programmes within the PD interdisciplinary health and rehabilitation workforce and 

create networks for referrals; 

• provide education and training of primary health-care providers, including allied health professionals, and 

shift tasks to community settings.  
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Recommendations  
To date, local health districts and primary health care networks have focused on developing and 

implementing local resources and programs. The MDNS Pilot has highlighted both the benefits and 

challenges encountered when seeking to improve access to movement disorder specific healthcare across 

the Western NSW Primary Healthcare Network.   

The following recommendations are informed by the findings from this additional study, the 2023 Realist 

Evaluation, relevant research, the World Health Organisation Technical Brief and the activity underway 

currently to develop Australia’s First National Parkinson’s Action Plan 

• Given the imperative to upskill primary health care clinicians in recognizing, responding too and managing 

Parkinson’s disease and other movement disorders, consideration should be given to consulting with the 

Australian Primary Healthcare Nurses Association (APNA) to develop a Parkinson’s Disease/Movement 

Disorder on-line training module. 

– This organisation has a nation-wide reach and are experienced in delivering on-line training for 

primary health care nurses [60].   

– This would be an invaluable addition to the building capacity programs delivered by APNA and ensure 

primary healthcare focused care for people with Parkinson’s disease is accessible to nurses 

nationally.  

• For Primary Healthcare Networks covering regional, rural and remote areas of Australia, it is 

recommended that attention be given to:  

– Facilitating access to education programs for primary healthcare nurses and allied health 

professionals to ensure more extensive knowledge of movement disorders 

– Developing health pathways to provide ready access to up-to-date evidence based information for 

general practitioners 

– Recognise the isolation experienced by individual clinicians where services for people with conditions 

such as Parkinson’s disease are delivered by one person 

– Ensure contingency and succession plans are in place to enable continuity of service delivery 
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Appendices 
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Appendix 1: Recruitment Flyer 
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Appendix 2: Participant Information Sheet & Consent Form 
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Appendix 3: 2022/ETH00160: Addition of a New Site - (154895) – Approved
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Appendix 4: Extract from NSW Health Safety Notice 025/23 

  

NSW Health. (2023). Safety Notice 025/23 UPDATED – Medication management in Parkinson disease. NSW 
Health. https://www.health.nsw.gov.au/sabs/Documents/2023-sn-025.pdf (p.3).   

  

https://www.health.nsw.gov.au/sabs/Documents/2023-sn-025.pdf
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