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A B S T R A C T 

 

 

Introduction:  Parkinson’s disease (PD) incidence and prevalence, particularly in Western countries, is greater in rural areas. 

Despite several epidemiological studies on PD in Australia, there are few publications addressing specific issues facing people with 

Parkinson’s disease (PWP) in regional, rural and remote areas. This study looked at the dynamics of healthcare delivery to PWP 

and their carers in and around a regional New South Wales centre. 

Methods:  Qualitative analysis of rural and regional healthcare delivery to PWP involved five participant groups. Literature 

searches via electronic and medical databases were performed to provide a foundation for focus group questions, semi-structured 

interviews and questionnaires. Volunteers from five groups: PWP, carers, allied health professionals (AHP), GPs and neurologists 

participated after recruitment via pamphlets, newsletters, postal invitation, public advertisements and preliminary talks. 

Results:  Data analysis highlighted a lack of relevant facilities, funding, available health staff and awareness of information 

regarding beneficial services for PWP and their carers. With few available neurologists, the roles of GP and AHP were emphasized 

in consumer focus groups as being most significant in a regional and rural setting. Transport, and geographical and financial issues 

were also significant in these areas. Psychological issues, dementia and memory loss were considered to be as debilitating as the 

overt motor symptoms of PD. 

Conclusion:  The study found that the management of PD in regional NSW was highly variable, depending on geographical 

location and liaison among GPs, neurologists, AHPs, carers and PWP. Enhanced communication is recommended among PD 

stakeholders in regional NSW. This study provided a microcosmic view of the issues revealed by the very limited literature 

available on Australia’s rural and regional healthcare delivery to PWP and their carers. It highlighted the lack of health staff, 
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funding and information for relevant stakeholders, as well as PWP’s desire for increased input from medical practitioners and the 

ancillary sectors. While this study did not directly compare rural with metropolitan PD services, it was inferred from all participant 

groups that regional and rural areas are disadvantaged in terms of medical staff and facilities, hindering timely diagnosis, 

management and treatment. The findings have implications for all stakeholders in the care of rural patients with PD. 

 

Key words: allied health, Australia, Parkinson’s disease, rural carers, team-centred approach. 

  

Introduction 

 

Paralysis agitans or Parkinson’s disease (PD) is a significant 

neurological condition and the most common 

neurodegenerative disorder after Alzheimer’s disease
1-4

.  It 

can contribute to or coexist with dementia and other 

neurodegenerative conditions. Presentation varies among 

differing ethnicities and geographic locations and may also 

be due to exposure to certain chemicals4. Men have a greater 

incidence and prevalence of PD worldwide. In Australia, 

males represent 51% of the PD population
2
. 

 

At the request of Parkinson’s Australia, Access Economics 

researched the prevalence, cost and burden of PD in 

Australia2. The review discussed the difficulty of estimating 

PD prevalence in Australia because no community two-

phase studies have occurred (screening followed by detailed 

medical examination to confirm diagnosis)2. In 2005 Access 

Economics estimated the Australian PD prevalence in to be 

54 700 (265 per 100 000), with a further 15 000 cases 

undiagnosed. On the basis of the number of PD medication 

prescriptions that estimation was believed to be 

conservative
2
. The 2005 incidence was estimated to be 

8900 cases by analysing prevalence data, remission and risk 

of mortality data. The report cited that 18% of known cases 

were in those under 65 years and that the prevalence of PD 

was expected to rise2. Peters et al used a three-step algorithm 

to examine GP estimation of patients with idiopathic PD and 

estimated the prevalence to be 145 per 100 000 in 

Queensland, Australia5. They cited McCann et al who 

estimated the prevalence of PD in the rural town of Nambour 

on Queensland’s Sunshine Coast to be 415 per 100 000
6
. 

Both Access Economics and Peters et al highlighted the 

difficulty of making an accurate estimation of prevalence 

and noted a paucity of studies. 

 

Parknison’s disease has a strong genetic link, yet other risks 

including environmental factors such as exposure to heavy metals 

and pesticides are suggested to influence the onset
7
. Both 

European3 and Australian5 meta-analyses concluded that rural 

living is a statistically significant risk factor. Factors linking PD 

with rurality include the use of pesticides, herbicides and 

transition metal exposure (in agricultural and mining practices)3,7 

where neurotoxity theories are espoused. Stress and the use of 

bore (groundwater) and well water are also noted in rural areas. 

Whether rural living itself increases exposure to other unknown 

neurotoxins or whether urban living is protective is yet to be 

established. Paradoxically, smoking and caffeine ingestion have 

exhibited protective characteristics for PD3,7-9. A risk factor 

summary is provided (Table 1). 

 

Literature review reveals a dearth of Australian publications 

that outline the specific problems of People with Parkinson’s 

(PWP) in rural and regional (RR) Australia. The greater 

density of neurologists in metropolitan areas highlights the 

relative disadvantage of PWP in RR areas because of its 

greater rural incidence. The impact of limited facilities and 

access to medical and allied health professionals (AHP) is 

yet to be fully explored, especially with respect to the ready 

availability of pharmacological and non-pharmacological 

treatment options. It is theorized that such limitations hinder 

diagnosis and the management of PWP in RR areas, 

especially in the early stages of the disease. The Parkinson’s 

Australia 2008-2009 Federal budget submission emphasised 

this, and a major recommendation was to improve the plight 

of PWP in rural and remote areas and to assess the 

availability of rural neurologists11. 
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Table 1:  Major environmental risk factors for Parkinson’s disease (adapted from Pankratz and Faroud; and Access 

Economics
2,10

) 

 
Parkinson’s disease risk 

Increased Decreased 

• Well water 

• Pesticide use 

• Exposure to toxins/ pesticides/ 

transition metals 

• Rural and remote living 

• Extreme stress 

• Family history 

• Male sex 

• Caucasian heritage 

• Smoking 

• Caffeine 

• Increase in dietary anti-

oxidants 

• Increase in niacin 

consumption 

• Early-life measles infection 

 
 

Some epidemiological studies have been conducted in 

Australia
5,12-15

 and significant to the present study is a 2005 

state-wide postal/telephone survey of GPs examining the 

incidence and prevalence of PD, in both rural and 

metropolitan areas
5
. Peters et al found that Australian GPs in 

metropolitan areas had greater access to and support from 

neurologists. This study also showed a substantial portion of 

PWP relied solely on their GP for support, and 

approximately 90% of surveyed GPs stressed the need for 

postgraduate training in neurodegenerative disorders
5
. 

 

While there is no cure for PD, the largest hurdle in PD 

management in Australia is in establishing multidisciplinary 

care teams for functional management of the condition
2
. This 

is also significant in rural Australia with its well-recognized 

deficiency of some AHP, as well as medical practitioners.  

 

Methods 
 

Literature review 

 

Literature was sourced through MEDLINE, EMBASE, 

MEDITEXT and Google Scholar databases for the time 

period 1990–2009. Clinical Information Access Program 

(CIAP), Australian Institute of Health and Welfare and NSW 

Department of Health websites, the Australasian Journal of 

Neuroscience, Australian Doctor and the Australian Journal 

of Rural Health were also searched manually for relevant 

articles. Articles on rurality and regional healthcare delivery 

relating to PD, particularly in the Australian literature, were 

also reviewed. 

 

Key search words included: 

 

• Parkinson’s  

• rural; regional; remote; Australia  

• incidence; prevalence  

• intervention; risk factors  

• healthcare; allied health; treatment; general practice. 

 

Participant recruitment 

 

Three pamphlets were produced, designed to advertise the 

project to PWP, carers and rural GPs. The pamphlets gave 

information about the purpose of the study and what was 

involved in being a participant. In addition, two 

advertisements were placed in the local newspaper inviting 

the participation of AHP and the telephone book was 

searched for AHP contact details for personal invitation. 

Pamphlets were distributed to GPs through the Riverina 

Division of General Practice newsletter. 

 

Ethics approval allowed access to the database of the Wagga 

Wagga Parkinson Support Group (WWPSG) after written 
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approval from the President, and the researchers were able to 

send personal letters of invitation with the pamphlets. 

Preliminary talks were also given to three meetings of the 

WWPSG. The WWPSG also distributed pamphlets to their 

members at meetings and via mailed newsletters. 

 

Participants were able to choose either focus group 

participation or questionnaire response, according to their 

availability and preference. The 47 participants recruited 

represented five groups: PWP, their carers, AHP, rural GPs 

and rural neurologists (Table 2). 

 

Data collection 

 

Focus groups:  A separate set of focus group questions were 

designed for each of the non-medical groups (PWP, carers 

and AHP). Each set contained 7 questions (8 for carers): 

 

• People with Parkinson’s: questions covered diagnosis, 

problems with medication, frequency of medical visits, 

roles of GPs and neurologists, interaction with AHP and 

available supports. The question set for PD participants 

contained four prompts for each question in order to 

obtain maximum information.   

• Carers: carers were asked to describe their role in caring 

for their PWP and to describe major obstacles and 

difficulties. Their input was sought on problems related 

to current treatment strategies and on what they found to 

be most and least effective. Information about available 

supports was also sought, as well as what they would 

like to see done about management of PD in the local 

community.  

• Allied health professionals: the allied health focus group 

was asked similar questions to those for the carers 

group. 

 

Focus group discussion was recorded and notes were taken by the 

researcher. All participants were asked to sign a consent form 

granting permission for the recording at the commencement of 

each session. They were also given a revocation form to use if 

they later wished the recording to be destroyed. 

 

Following data collection, qualitative methods were used to 

analyse each group’s responses by categorising responses into 

themes. 

 

Questionnaire:  A separate questionnaire was designed for the 

neurologists and GPs invited to be part of the research. This 

questionnaire combined Yes/No tick boxes, rating scales and 

space for free comment. The GPs’ and neurologists’ 

questionnaires consisted of 9 and 11 questions, respectively. The 

GP questionnaire enquired about contact with PD patients, 

confidence in diagnosis and management, problems encountered 

and knowledge of allied health service supports (Fig1); and the 

neurologist questionnaire enquired about numbers of PD patients 

seen, issues encountered, modes of treatment, impact of rural 

shortages of neurologists and their awareness of the financial 

burden to PD patients (Fig2). The neurologists were also asked to 

comments on issues that needed addressing in local communities 

for PD sufferers. 

 

Results and Discussion 
 

People with Parkinson’s groups 

 

Four focus groups of PWP were conducted. It was also the 

researchers’ perception that the PWP and carers’ focus 

groups often served to enhance education for participants as 

they learnt from others’ experiences. The theme areas from 

the PWP group are discussed and summarised (Table 3), 

with questions asked about diagnosis and medication, 

frequency of medical visits, the roles of GPs and 

neurologists, interaction with AHP and available supports. 

 

Diagnosis:  As expected, most PWP participants reported a 

resting tremor as the first or most distinguishable symptom 

preceding diagnosis, and this was often the catalyst for 

seeking medical help. However, there were a considerable 

number of participants who complained of irregular balance, 

shuffle or one-sided sway (with one upper or lower limb not 

compliant with total body movement) prior to diagnosis. 
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Table 2:  Recruitment and participation type of participant groups 

 

Participant group N Method of recruitment Form of participation 

PWP 22 Information pamphlets 

Parkinson’s support group meetings 

Parkinson’s newsletter 

Postal invitation 

Focus groups  

(semi-structured 

interviews offered) 

Carers of PWP 8 Information pamphlets 

Parkinson’s support group meetings 

Parkinson’s newsletter 

Postal invitation 

Newspaper advertisement 

Focus groups  

(semi-structured 

interviews offered) 

Allied health 

professionals† 

 

5 Postal invitation 

Telephone 

Newspaper advertisement 

Focus groups  

(semi-structured 

interviews offered) 

Rural GPs 9 Monthly RDGP newsletter 

Information pamphlets 

Postal/telephone/email invitation 

through practice managers 

Questionnaire 

Rural neurologists 3 Postal invitation 

Telephone 

Questionnaire 

PWP, People with Parkinson’s; RDGP, Riverina Division of General Practice and Primary Health Ltd. 

†Included physiotherapists, speech pathologists, occupational and diversional therapists. 

 
 

 
 

 

How competent do you feel you are in managing and treating Parkinson ’s disease in general practice?  

Please mark your estimation on the line below, from not competent at all to very competent. 

 

 

       Not competent at all           Somewhat competent        Competent        Very competent 

 

Figure 1:  Example: Q5. GP questionnaire 

 
 

 

 
What sorts of issues do you encounter in working with people with Parkinson’s disease that you do not encounter in working with other patients?  

For example: 

 

Is there greater difficulty in understanding medication dosages and types?     Yes  No 

Is treatment/medication more varied in success?     Yes  No 

Are there adequate times for follow up?      Yes  No 

Is there sufficient liaison with relevant Allied Health Professionals?   Yes  No 

Is there sufficient availability of relevant Allied Health Professionals?   Yes  No 

Other, please specify: 

 

Figure 2:  Example: Q4. Neurologist questionnaire 
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A substantial number of participants noted loss of smell (and to a 

lesser extent, taste) as a significant event in their disease 

progression which could precede PD diagnosis by several years. 

The literature review included current studies investigating role of 

dopamine secreting cells and their proximity to and influence on 

olfactory centres
16-18

. Stem cell studies for PD are investigating 

the potential benefits of olfactory cells16. 

 

Neurologists were almost always the medical professional 

who made the initial the diagnosis of PD and many of the 

PWP participants had been referred to neurology clinics in 

Sydney (the state capital) for this reason. 

 

Medication issues:  Two issues arose: 

 

1. The precise timing of PD medication was problematic, 

especially during a hospital admission or in nursing 

homes because staff appeared to not understand the 

importance of exact dosing times for this condition.  

2. While rural GPs willingly provided prescriptions, they 

seemed reluctant to adjust medication doses. Hence, 

dosage manipulation was often delayed by 6 to 

12 months while PWP waited for a neurologist’s 

appointment. 

 

Role of the general practitioner:  The PWP focus groups related 

disappointing experiences regarding GPs’ knowledge and 

awareness of the disease. Some PWP reported frustration after a 

consultation, having self-diagnosed PD but finding the GP 

ignored this as a potential diagnosis. They felt diagnoses were 

delayed due to clinicians’ inability to recognise the symptom set. 

Ultimately the GP role involved writing prescriptions and 

providing referrals to specialists and other health professionals. 

While the PWP would prefer the GP to manage their PD in 

greater depth, they recognised the demands of rural general 

practice. Further training and refresher courses were suggested to 

assist GPs to deal with patients with PD. 

 

Importance of the neurologist:  The regional study area 

had only one neurologist, with two others 90 min drive to the 

south and six in Canberra, 3 hours to the east. The local 

neurologist was invariably the one who modified 

pharmacotherapy type and dosage and provided the most up-

to-date PD information for patients and carers. This meant 

that delays of 6 to 12 months were common for patients 

requiring definitive management changes. 

 

Role of allied health professionals:  The AHPs most 

frequently visited were physical, speech and occupational 

therapists, with chiropractors and remedial therapists also 

utilized for 'sore backs' and 'stiff necks'. While 

physiotherapists were consulted for a wide range of motor 

disturbances, dysphagia was the most common reason for 

visiting speech pathologists. Occupational therapists, often 

working in conjunction with physiotherapists, dealt with the 

impact of PD motor disturbances at home and work. 

Considerable variability in the knowledge of AHPs and their 

roles in treatment was noted in the PWP focus groups. 

 

Supports required and issues to be addressed:  The PWP 

received most support from family and friends. Few received 

any community supports. 

 

Participants alluded to loss of earnings and the need to travel 

for medical diagnosis and treatment as impacting negatively 

on their financial situation. Access Economics found that the 

financial burden of PD over a lifetime is comparable with 

that of cancer
2
. The longer one has PD, the greater the 

financial demands with implicitly less income from work2. 

 

All PWP focus groups requested greater funding for research. As 

well refresher neurological courses suggested for GPs and AHP, a 

regional Parkinson’s specialist nurse and/or Parkinson’s liaison 

officer was regarded as a high priority need. 

 

Carers group 

 

Carers were asked to describe their role in caring for their 

person with PD and to describe the major difficulties and 

current treatment strategies most and least effective. Input 

was also sought about available supports and improvements 

to the management of PD in the local community. 
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Table 3:  Summary: People with Parkinson’s focus groups regarding medical and allied health roles in Parkinson’s disease 

 

Focus groups Themes 

1 2 3 4 

1. Issues relating to 

diagnosis/ GP 

management 

1. Diagnoses all made by 

neurologists or movement 

disorder specialists 

2. Reluctance of GPs to 

commit to PD diagnosis; 

focus rather on depression 

or other co-morbidities as 

causing symptoms 

1. Tremors were difficult to 

classify as ‘essential’, 

physiological or 

pathological 

2. Too few GPs able to 

make diagnosis 

1. Anxiety prior to 

diagnosis common and 

could exacerbate tremor 

2. Neurologists almost 

always required for 

official diagnosis and 

delays start of 

medication 

1. PD diagnosis often 

dismissed by GPs as 

‘other’ neurological 

conditions 

2. Assessment clinics in 

distant metropolitan 

areas required for 

diagnosis in several 

cases 

2. Issues concerning 

medication 

1. Trouble with effective 

change of medication 

dosage or type; 

2. Reluctance of GPs to 

modify pharmacotherapies 

without specialist input; 

3.  Stress impacts upon 

effectiveness of drugs; 

4. Tolerance to Parkinson’s 

medications; 

5. Problems maintaining 

compliance/pill boxes do 

help; 

1. No difficulty in acquiring 

prescriptions for 

medications from GPs but 

adjustment of medication 

meant visiting a neurologist 

which caused delay; 

2. Ability to take 

medications as 

prescribed/timing an issue; 

1. Variability of 

medication success/ 

presence of off periods 

difficult to manage; 

2. Unwanted medication 

side effects such as dry 

mouth and insomnia; 

1. Learning to time the 

medication vital to 

success; 

3. Importance of 

neurologists 

1. Neurologists vital in 

diagnosis and management 

of PD 

2. Neurologists mostly seen 

biannually to modify 

pharmacotherapy and 

update PD information 

1. Neurologists seen once or 

twice a year 

2. Referral time 3-6 months 

3. Main person in terms of 

diagnosis, management and 

treatment of PD 

1. Most see neurologist 

6-9 monthly 

2. One patient had not 

seen neurologist since 

diagnosis 

3. Neurologist is main 

moderator of 

pharmacotherapy or 

other modes of PD 

treatment 

1. Neurologist seen 

once to twice per year 

2. Neurologist primary 

source of information 

4. Allied health 

professionals 

1. Speech pathologists have 

been used for dysphagia 

but not as effective as 

hoped. 

2. Physiotherapy has 

helped with sore necks. 

3. Lack of knowledge but 

interest in knowing about 

GP Management Plans and 

Team Care arrangements. 

4. Some had attended a 

local Parkinson’s refresher 

course. 

1. None had seen an AHP 

2. All interested in 

receiving information on 

the role of AHPs, especially 

regarding speech and 

swallowing 

1. Greater education 

about occupational and 

physical therapies 

required 

2. Chiropractors, 

remedial therapists and 

physiotherapists had 

been seen for stiff necks 

and shoulders 

1. Chiropractors, 

remedial therapists and 

physiotherapists had 

been seen for back neck 

and postural problems 

2. Some participants 

educated others on the 

value of podiatrists 

5. Non-medical 

support for people 

with Parkinson’s  

1. Supportive family and 

friends are vital 

2. Having someone to help 

the PD sufferer 

psychologically was 

beneficial 

 

1. Spouse provides  greatest 

support 

2. Community support 

valuable in helping with 

household tasks and labour 

1. Family and friends 

are vital 

1. Family and friends 

are vital 

2. Roles of spouses 

include cleaning, 

cooking, transfers, 

ablutions 
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Table 3: cont’d 

 

Focus groups Themes 

1 2 3 4 

6. Suggested changes 

to Parkinson’s 

management locally 

1.More efficient ways to 

change medication dosages 

and types 

2. Better education for GPs 

and nurses about 

Parkinson’s medications 

3. Implementation of a 

local PD nurse position 

1. Increase in and 

acceleration of research 

funding 

2. Continuation and 

enhancement of the 

Parkinson support group 

3. Presence of a local 

Parkinson liaison officer 

4. Greater support for 

carers: social and financial 

recognition 

 

1. Greater awareness, 

accessibility and 

quantity of available 

local information  

2. Greater funding both 

locally and nationally 

3. Greater awareness of 

allied health services 

1.Enhanced training for 

GPs 

2. Greater support and 

awareness of PD in 

rural areas 

     AHP, Allied health professional; PD, Parkinson’s disease. 

 
 

Roles of carers:  Carers, most often spouses, were 

responsible for household chores and assisting the PWP with 

activities of daily living such as cooking, using knives 

(anecdotally reported to be dangerous at times), cleaning, 

washing (particularly hanging clothes to dry), ablutions and 

mobility. Preventing falls and accidents due to motor 

disturbances was an important carer role that pervaded all 

other activities. 

 

Major problems in dealing with people with 

Parkinson’s:  Carers reported that despite the physical 

demands of care, their greatest difficulty was dealing with 

the psychological changes of PD. Symptoms such as 

depression and social withdrawal quickly became more 

debilitating than the physical symptoms and impacted 

significantly on the carer, placing stress on the spousal 

relationship. One carer who had previously been a nurse said 

that what was expected of carers was overwhelming, stating 

'Nothing prepared me for this'. There was consensus among 

carers of having experienced 'being thrown in the deep end' 

and also their sense of carrying an 'immense responsibility'. 

They also reflected profound fear of the unknown for their 

PWP and a loss of trust in others. They empathised with their 

PWP’s frustration due to loss of mobility and noted this to be 

worse in 'off periods'. Carers stated that maintenance of a 

routine was important because their PWP became easily 

distressed when routine was disrupted. Consequently carers’ 

ability for spontaneity (eg meeting friends for coffee) was 

reduced. 

 

Issues surrounding treatment of Parkinson’s disease 

locally:  There was general consensus on the lack of 

understanding and public awareness of PD, particularly in 

RR areas. Carers felt that more publicity was needed due to 

the higher PD incidence in this population. Vigorous support 

was given for the concept of a specialist Parkinson’s nurse in 

the region, a Parkinson’s liaison officer, or preferably both. 

 

Recommendations from carers about Parkinson’s disease 

management:  Carers were adamant that there was an 

urgent need for readily available respite facilities. While 

many in this group were aware of respite opportunities from 

home-care nurses locally, there was a demonstrated need for 

greatly increased respite services. They also noted that if 

GPs could coordinate a multidisciplinary approach to help 

manage the PWP, then this would greatly reduce the 

responsibility carried by the carer. 

 

Allied health professionals group 

 

The AHP group were asked about the AHP role, 

interventions and future directions. 

 

Roles of allied health professionals:  AHPs stressed that all 

disciplines could help enhance and consolidate the functional 
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capabilities of PWP. There was unanimous agreement that 

the greatest problem in allied health management of RR 

PWP was the lack of early referrals. The National Institute 

for Health and Clinical Excellence (NICE) clinical 

guidelines for PD outlines several benefits of allied health 

services
19

, validating the with AHPs’ discussion. The AHP 

focus group discussion is summarized (Table 4). 

 

Allied health professionals emphasised that PWP living in 

RR communities were not aware or adequately educated 

regarding the potential benefits of allied health interventions, 

particularly if implemented early in the disease. This was 

believed to be due to insufficient PD referrals from all health 

professionals, the absence of some services locally, the non-

existence of a PD coordinator and/or liaison officer, and the 

geographic distance between health providers. The PWP 

focus groups also highlighted lack of awareness of the range 

of services offered by AHP and referral options in GP 

management plans. 

 

Successful techniques for dealing with people with 

Parkinson’s regionally:  Allied health professionals 

emphasised that while pharmacological intervention is 

necessary in PD, it overshadowed the benefits of other 

treatment modalities, especially with early referral. All allied 

health disciplines involved in the present investigation 

agreed that while biomechanical and physical approaches are 

useful, their efficacy is enhanced by a cognitive behavioural 

approach that requires PWP to set their own goals for self-

motivated change. 

 

The Access Economics’ Report suggested that team-based 

approaches are vital in PD management
2
. This approach was 

particularly validated in the focus group attended by 

members of the Aged Care Assessment Team (ACAT). 

 

Allied health and Parkinson’s disease in the future:  A 

number of practical recommendations were made by AHPs, 

including the development of a regional Parkinson’s clinic 

and/or PD service coordinator. One participant said that a 

proposal for such a clinic (in approximately 2005) had been 

rejected due to the lack of funds available. It was suggested 

that a monthly clinic could operate within the local ACAT 

facilities offering attending PWP a variety of appointments 

and assessments in a single visit. A database of PD patients 

could be formulated from PWP who attended the clinic to 

monitor local data and disease progression more efficiently. 

 

Other recommendations included a greater focus on a team-

centred approach and earlier assessment and intervention by 

AHP. Mapping of suitable local services for PWP and their 

carers was also suggested. 

 

Rural general practitioners 

 

The Riverina Division of General Practice and Primary 

Health Ltd (RDGP) provided the contact details of area 

practices for mailing out GP questionnaires. Although all 

RDGP identified practices were contacted by phone, postal 

mail, email, in person, or a combination of these methods, 

and on more than one occasion, the response rate among GPs 

was low (n = 9, <20%), as had been anticipated20. A broad 

summary of the small return of questionnaires is provided 

(Table 5). It is of interest that Buetow et al’s random sample 

of 500 PD patients in New Zealand found that GPs had too 

limited information on the perceived needs of PD patients 

and did not involve the patient
21

. Similarly Peters et al found 

that more than 50% of GPs surveyed were not confident in 

treating the disease
5
. 

 

Rural neurologists 

 

All three full-time neurologists based in the GSAHS region 

replied to the questionnaire regarding the delivery of health 

care to PWP. All stated they saw 11–15 PWP per week, 

mainly for pharmacological prescription, review and 

assessment. Referrals for various forms of therapy, 

especially speech and physical modalities, was the second 

most often reported specialist activity with PD patients. The 

neurologists scored the 5 closed questions in Item 4 of the 

questionnaire similarly (Table 6). 
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Table 4:  Role perspective of allied health therapists 

 
Allied health role 

Physiotherapists Occupational therapists Speech pathologists Diversional therapists 

• Maintenance of muscular 

strength, postural stability, 

balance and gait 

• Transferring issues 

• Advice regarding practical 

issues such as footwear and 

home safety 

• Functional capabilities, 

strategies and techniques for 

improving home and work 

safety,  

eg wheelchairs, ramps or 

practicality of two storey houses 

Dysphagia; PEG use if indicated 

• Voice pitch and loudness 

• Use of techniques such as the 

Lee Silverman Voice Treatment 

• Diet modification if required 

Coordinate activity programs 

• Useful for carers’ respite and 

activities 

• Involvement in the assessment 

and rehabilitation unit 

 PEG, Percutaneous endoscopic gastrostomy. 

 
 

Table 5:  Findings from rural GP questionnaire 

 
Questions  Responses ( summary) 

Contact with PWP? Yes 8/9 

Problems with PWP patients not 

encountered with other patients? 

Respondents did not provide enough detail. 

Confidence in PD diagnosis and 

management? 

No surveyed GP suggested that they were ‘very confident’ of making a PD diagnosis, or 

‘very competent’ in management and treatment of PD in general practice. 
What areas in management do PWP 

need more help with? 

Insufficient resources to help. 

Lack of neurologist availability 

impinges on management? 

All but one GP suggested this had a negative impact on PD diagnosis and/or 

management. 

Management concerns included: problems arising from lack of continuing care, long 

waiting times between referrals, and many missed diagnoses. 

Knowledge/contact with carers Only one GP had contact with carers. 

Knowledge/contact with AHP Most had no contact (very few talked about referrals to AHP and use of Care Plans or 

Team Care Arrangements [Medicare numbers 721 and 723]). 

Only one GP stated having contact with AHP dealing with PWP and none agreed they 

were provided with any information about allied health or specialist options when 

treating PWP. 

Sufficient information/support 

available to enable confident 

management of PWP 

Insufficient; would appreciate newer information re PD management in the future. 

AHP, Allied health professionals; PD, Parkinson’s disease; PWP, People with Parkinson’s. 

 
 

Limitations 

 

The largest group of respondents was PWP (28/49, 57%), 

and Kitzinger suggests that this is inevitable because such a 

group has a vested interest in the study22. The PWP database 

used (WWPSG) included all people in local and surrounding 

areas known to have a diagnosis of PD, even those not 

attending meetings or receiving monthly newsletters. This 

sampling method may have missed some potential 

participants. 

In addition, the PWP group had a vested interest in the 

project and this could have influenced some 

findings. Morgan said that in a qualitative process such 

groups are not only more likely to participate, but also to 

participate in discussion23. Further, PWP who had more 

adequate transportation or support were more likely to have 

attended the focus groups. The average age of those in PWP 

focus groups was well over 60 years (although some had 

been diagnosed in their 40s), so group homogeneity may 

have resulted in a lack of diversity in responses
22-24

. 
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Table 6:  Findings from rural neurologist questionnaire 

 
Questions Responses (summary) 

Number of PWP per week? 10–15 (medication prescriptions, review/assessment). 

PWP problems not encountered with 

other patients? 

PWP did not have greater difficulty understanding their medication. 

Lack of neurologist availability impinges 

on management? 

One out of three agreed (but 2/3 practised in the same postcode). 

Is the financial cost to PWP living rurally 

significant? 

No specialist thought that financial costs (medications, transport, home/work and 

other modifications) for PD were too high. 
Do GPs need extra training and support? All agreed and all outlined the necessity for GPs to be more aware of PD, 

complications, the role of specific pharmacotherapies and the dynamics of changing 

medications. 

What needs to be tackled in rural 

communities to offer PWP more support? 

Relevant AHPs not always available, (negative impact of lack of rural AHP 

significant in Parkinson’s management). One neurologist said: ‘Specialist PD allied 

health support is suboptimal...especially compared to multidisciplinary clinics e.g. 

Concord Hospital [Sydney]’. 
               PD, Parkinson’s disease; PWP, People with Parkinson’s. 

 
 

However this study aimed for an in-depth understanding of 

the experience of PWP and those caring for and treating 

them. The researchers aimed to find such people within the 

study area and time-frame (24 weeks), and Greenhalgh and 

Taylor
25

 confirm this to be a reasonable approach. 

 

General practitioner participation was not expected to be 

high
20

 (anecdotally reported through general practice 

managers) and attempts to increase GP participation were 

unsuccessful. The RDGP newsletter limited publicised 

recruitment to one issue, although the researchers requested 

greater exposure. Direct phone calls to practice managers did 

not increase the response rate significantly. 

 

It also would have been of value to approach the further six 

neurologists 3 hours to the east of the town to broaden 

responses, but this was not possible due to time restraints. 

 

Conclusion 
 

This study provides a microcosmic view of the issues 

revealed by the literature available on RR Australia’s 

healthcare delivery to PWP and their carers. It highlighted a 

lack of health staff, funding and information for relevant 

stakeholders, as well as the PWP’ desire for increased input 

from GPs and the ancillary sector. 

 

While the investigation did not directly compare RR with 

metropolitan Parkinson’s delivery, it was inferred from 

participant groups that regional areas are less well equipped 

in terms of medical staff and facilities, and that this hinders 

efficient PD diagnosis, management and treatment. 

 

The findings have relevant implications for various 

Parkinson stakeholders, whose knowledge of local available 

services was surprisingly limited, with a few exceptions. The 

investigation noted the desire of all participant groups to 

have a PD liaison officer in the region, to act as an 

intermediary between PWP, their carers and allied and 

medical health providers. 

 

The authors urge future research into PD in Australia to help 

develop practical resources for PWP and their carers. 

 

Finally, the authors received feedback from the CEO of 

Parkinson’s New South Wales who provided comments from 

the audience to a poster presentation at The Parkinson’s 

Australia Conference 2008, including: 
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I have had Parkinson’s disease for over 12 years and 

have not had a full understanding of PD as I live in 

the country [a rural area] and this information is not 

available to us. I leave here today with a lot more 

knowledge and understanding. 
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