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The purpose of this thesis was to describe the patient education among patients with Parkinson’s 
disease (PD). The ultimate goal was to improve the quality of nursing care and increase PD pa-
tients’ knowledge on their treatment and, therefore, to improve patients’ daily life. Thesis’ focus was 
on content and methods of PD patient education. 
 
Twenty five research articles obtained through CINAHL and MEDLINE databases (n=23) and man-
ual search (n=2) were analysed. Findings are presented in a form of literature review. The content 
of the patient education among PD patients is presented first and then the methods of the patient 
education. 
 
The key message of the reviewed articles is that the content of the PD patient education varies 
depending on individual patient’s needs, progression of disease, and supporting services available. 
The content of the education includes pharmacological, non-pharmacological management, and 
surgical treatment. In the literature, most attention was given to pharmacological management of 
the disease, including education on keeping medication regimen and possible adverse effects. In 
order to enrich physical and emotional wellness of the patient, the education about non-
pharmacological management such as physical and occupational, speech, dietary and psychother-
apies is shown to be important part of the PD patient care. Surgical treatment is mentioned in lim-
ited number of articles, and one article is describing the PD patient education regarding surgical 
treatment (in particular, deep brain stimulation). Articles emphasize the patient needs to be ex-
plained that the goal of the treatment is to maintain a satisfactory functioning rather than abolish all 
symptoms and signs. Active involvement of the patient and family/caregivers into the planning, pro-
vision and delivery of care is shown to be an important component of patient education and step to 
successful care. The methods used in the PD patient education are group teaching, one-to-one 
teaching, printed and video material distribution, referral to reliable internet sources, telehealth 
technologies, and self-management programs. 
 
The lack of nursing research of the patient education in non-pharmacological and surgical man-
agement of PD is pointed in the current work, as well as the lack of academic research describing 
Finnish health care system regarding the PD patient education. The recommendations for the PD 
patient education content and methods are provided. 
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Tämän opinnäytetyön tarkoituksena on ollut kuvata Parkinsonin tautia sairastavien potilaiden 
ohjausta. Tavoitteena on ollut parantaa hoitotyön laatua ja lisätä Parkinson-potilaiden tietämystä 
sairaudestaan ja siten parantaa potilaiden arkea. Opinnäytetyön painopiste on ollut potilaiden 
ohjauksen sisällössä ja menetelmissä. 
 
Yhteensä 25 tutkimusartikkelia on valittu analysoitavaksi CINAHL ja MEDLINE tietokannoista (n = 
23) sekä manuaalisella haulla (n = 2). Tulokset esitetään kirjallisuuskatsauksen muodossa. Ensin 
on kuvattu ohjauksen sisältöä ja sen jälkeen ohjauksen menetelmiä. 
 
Analysoitujen artikkeleiden keskeinen viesti on, että Parkinson-potilaiden ohjauksen sisältö 
vaihtelee potilaan yksilöllisten tarpeiden mukaan, riippuen taudin etenemisestä sekä tarvittavista 
tukipalveluista. Ohjauksen sisältöön kuuluu tietoa lääkkeellisestä, lääkkeettömistä sekä kirurgisesta 
hoidosta. Kirjallisuudessa eniten huomiota saa taudin lääkkeellinen hoito, jolloin ohjaus sisältää 
tietoa lääkityksen toteuttamisesta ja lääkityksen mahdollisista haittavaikutuksista. Lääkkeettömillä 
keinoilla, kuten fysio-, toiminta- ja puheterapialla, ruokavalio-ohjauksella sekä psykoterapialla, on 
osoitettu olevan tärkeä osa potilaiden hoidossa. Kirurginen hoito on mainittu muutamissa 
artikkeleissa ja yksi artikkeli kuvailee Parkinson-potilaan ohjausta leikkaushoitoa varten (aivojen 
syvien osien sähköstimulaatio - DBS). Ohjauksessa tulee painottaa toimintakyvyn ylläpitämistä eikä 
niinkään kaikkien oireiden poistamista. Tärkeäksi osaksi potilaan hyvää ohjausta ja hyvän hoidon 
onnistumista on todettu potilaan ja omaisten/hoitajien aktiivinen osallistuminen hoidon suunnitteluun 
ja sen järjestämiseen. 
 
Käytettyjä ohjausmenetelmiä ovat olleet ryhmäohjaus, henkilökohtainen ohjaus, kirjallisen ja 
videomateriaalin käyttö, luotettavien internetlähteiden ja sähköisten terveyspalveluiden käyttö sekä 
itsehoito-ohjelmien käyttö. 
 
Parkinsonin tautia sairastavien potilaiden ohjauksesta näyttäisi olevan niukasti tutkimustietoa, 
erityisesti lääkkeettömistä hoitomuodoista. Tässä työssä on esitetty joitain suosituksia 
potilasohjaukseen hoitotyössä käytettäviksi. 
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1 Introduction 

 

Welsh (2008) defines the Parkinson’s disease (PD) as a chronic progressive neuro-

degenerative disease with main motor symptoms in the form of rigidity, rest tremor, 

bradykinesia, and postural instability. Symptoms become more severe with progression 

of the disease and non-motor symptoms such as autonomic, sleep, neuropsychiatric 

dysfunctions, and pain might appear, that increases the patients dependency on help 

to cope with everyday life (Welsh 2008). In Finland there are about 10 000 PD patients, 

and in population of age over 70 almost every second is diagnosed with PD (Perust-

ietoa. Suomen parkinson-liitto ry [Basic information. The Finnish Parkinson Associa-

tion]). Between years 2005 and 2030 worldwide number of PD patients is expected to 

double (Dorsey, Constantinescu, Thompson, Biglan, Holloway, Kieburts, Marshall, 

Ravina, Schifitto, Siderowf & Tanner 2007). 

 

Provision of education, information and direction to practical help and support in 

homes, in clinics and in hospitals is the one of the key principles of patient-centred 

treatment (Parkinson’s Disease 2006). There is no cure for PD found yet. But educa-

tional programs for people with PD are shown to have potential to improve patients' 

quality of life (Lindskov, Westergren & Hagell 2007; Reid 2003). Patient education in 

disease management has additional benefits. Reduced caregiver burden, reduction in 

pain and anxiety, and economic benefits in relation to use of limited health-care re-

sources are among them (Reid 2003). The desired outcome of PD-specific education is 

that the patients develop a sense of empowerment over their PD symptoms, and they 

can integrate their knowledge about disease into daily life (O’Maley, O’Sullivan, Wollin, 

Barras & Brammer 2005). The purpose of this thesis was to describe the patient educa-

tion among PD patients, and to provide evidence based recommendations for the PD 

patient education. 
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2 Theoretical background  

 

2.1 Parkinson’s disease and different methods of its treatment 

 

PD is the most common form of the progressive neurodegenerative disorders that are 

characterized by the clinical features of Parkinsonism, such as bradykenesia, rest 

tremor, muscular rigidity, shuffling gait, and flexed posture. Pathologically, PD is char-

acterized by a loss of dopaminergic cells in the substantia nigra and neuronal accumu-

lation of α-synuclein. (Fauci et al 2008.) Although defined clinically as a movement dis-

order, PD can be accompanied by a variety of a non-motor symptoms such as auto-

nomic (urinary incontinence, thermoregulation problems, orthostatic hypotension, sex-

ual dysfunction, constipation), sleep, neuropsychiatric (anxiety, depression, cognitive 

dysfunction, hallucinations, psychosis, impulse control disorders) disturbances, and 

pain (Fauci et al 2008; Welsh 2008).  

 

Treatment of PD is focused on controlling symptoms and maintaining acceptable func-

tioning and quality of life (Scott 2002; Cranwell-Bruce 2010). The gold standard of PD 

treatment is pharmacological therapy along with a comprehensive non-pharmacological 

management (Thomure 2006). Pharmacological therapy for PD depends on such fac-

tors as patient’s age, onset of symptoms and their severity, co-morbidities and their 

treatments (Miller 2002; Snyder & Adler 2007). Among non-pharmacological manage-

ment of PD, physical and occupational therapists provide safe exercises and identify 

assistive devices the patient can use to maintain independence (Roberts 2010). 

Speech therapist helps patients to manage communication problems and instructs the 

patient on strategies to prevent choking (Noble 2007; Roberts 2010; Thomure 2006). 

Dietician can encourage the patient a balance diet (Roberts 2010). Mental health spe-

cialist is the best to refer when sleep disturbance, cognitive dysfunction, hallucinations 

or depression occur (Thomas & MacMahon 2004b). Regular multidisciplinary assess-

ment and specialist review, with access to a range of therapy services is the one of the 

key principles of patient-centred treatment (Parkinson’s Disease 2006:15). 

 

A few surgical options are available as a treatment of Parkinson’s disease. In ablative 

procedures such as pallidotomy or thalamotomy, the part of the brain believed to be 

causing the symptoms is destroyed. Recently, ablative procedures are used less fre-

quently in favour of surgery to implant an electrical device called a deep brain stimula-
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tor. (Thomure 2006.) Deep brain stimulation (DBS) can at some extent improve dis-

ease symptoms, as well as reduce its motor complications. DBS of the subthalamic 

nucleus particularly improves motor function even in patients with advanced PD, and is 

associated with significant medication reduction (Benabid et al 2001). The use of DBS 

in less advanced PD and in young onset PD is shown to be most beneficial (Jung 

2004; deSouza, Moro, Land & Schapira 2013). 

 

2.2 Importance of comprehensive patient education for Parkinson’s disease patients 

 

Thesaurus defines education as the act or process of imparting knowledge or skills to 

another. Synonyms of education are instruction, schooling, teaching, training, tutoring. 

Among related to education words Thesaurus gives coaching, preparation, direction, 

guidance and improvement. (Britannica. Academic edition.) In the nursing literature, 

terms learning, counselling, guiding, and informing a patient and/or patient’s fam i-

ly/caregivers are also used for describing patient education, as it is written below. 

 

Patient education is defined as “a process of assisting people to learn health-related 

behaviours that can be incorporated into everyday life with a goal of optimal health and 

independence in self-care” (Bastable 2008:12). It is not simply repeating directions to 

patients or distributing out printed material. “It is a process involving the health profes-

sional’s precise clinical skills in terms of data gathering, individualization of instructions, 

prompting and support, and evaluation and follow-up of the patient’s success in imple-

menting the treatment regimen”. (Falvo 1994:29.) In the context of evidence-based 

nursing, effective patient education means combining clinical expertise with the best 

up-to-date research knowledge and the patient’s opinions (French 1999; Sackett, Ros-

enberg, Gray, Haynes & Richardson 1996).  

 

Adult learning theory provides a theoretical basis for patient education. O’Maley et al 

(2005) give 6 characteristics of adult learning that can be utilized when informing and 

educating the patient: adults are autonomous and self-directed, they have accumulated 

life experiences and knowledge, they tend to be goal orientated, they are practical and 

focus on aspects of information that are relevant to them, and they expect respect and 

acknowledgement of their wealth of experiences. 

 

Different groups of PD patients may require different content and methods of educa-

tion. At the point of diagnosis many patients will have only limited knowledge of the 
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condition and may imagine the worst-case scenario at diagnosis – dealing with the un-

known can be very difficult (Heisters 2007). A diagnosis communicated in a sensitive 

and informative manner helps the patient to deal with the diagnosis and understand 

better the condition, improving their psychological wellbeing and making them more 

capable of managing it themselves. (Heisters 2007.) Patients need to learn about the 

disease itself, to get adequate information on treatment methods used and treatment 

used for them personally. They need to be educated about medication, rehabilitation 

methods and support services available. Patients becoming disabled at a young age 

should be informed and guided about work-related and psychosocial issues (Jung 

2004).  

 

Patients with advanced PD, who have lived with PD already for many years, they often 

feel being dependant on their body and on medication taken on time, they understand 

that they cannot win the battle with the disease (Bramley & Eatough 2005). Their edu-

cation might be oriented on learning to live controlled by the body and to be able to 

compromise. Advanced PD patients who do not benefit sufficiently from pharmaceutical 

treatment any longer and do not suffer from severe neuropsychiatric symptoms or de-

mentia might be offered DBS surgical treatment (Haahr, Kirkevold, Hall & Østergaard 

2010). Some of these DBS patients easy adjust to dramatic changes following treat-

ment while others feel loss of control and loss of everyday life as they knew it (Haahr et 

al. 2010). Their education should be oriented to help patients to adapt to improved mo-

tor abilities and to readjusted pharmacological treatment.  

 

It is significantly important that nurses are aware of the different needs of PD patients 

in education according to their health condition and environment. Empowerment-

oriented education is found to be more suitable for the care of PD patients (Toljamo et 

al 2002). Because of the chronic, progressive nature of Parkinson’s disease and co-

morbidity in the older adult PD patient, among providing care, nurse’s role should be 

emphasized in patient education, advocacy, case management, anticipatory guidance 

and referrals to primary care providers, as well as to support groups (Vernon & Jenkins 

1995; Jung 2004). Because of the team involved in PD is complex, varied and large, 

the role of the nurse is vital in providing a link between patients and primary and sec-

ondary care services. Nurses are often the best team members to co-ordinate services, 

educate other staff and provide a specialist understanding of medication issues. (Scott 

2002.) 
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3 Purpose, goal and study questions 

 

Purpose of the thesis was to describe the patient education for PD patients. The ulti-

mate goal was to improve the quality of nursing care and increase PD patients’ 

knowledge on their treatment and in that way to improve patients’ daily life. The study 

questions were: 

1. What is the content of patient education among patients with PD? 

2. What are the methods of patient education among patients with PD? 

 

4 Methods 

 

4.1 Data collection 

 

The current study is a qualitative research in a form of a literature review. Systematic 

literature reviews are considered as a most reliable method of providing evidence-

based knowledge if conducted to a high quality (Carr 2002; Hewitt-Taylor 2002:52). To 

keep a high quality of literature review, researchers must look for the up-to-date, rele-

vant and credible information they can find: they must rely more on academic/scholarly 

journals and books, research reports and published theses than on professional jour-

nals, newspapers, leaflets and anecdotes (Parahoo 2006:126). 

 

Primary sources are predominantly used during our data collection. Original publica-

tions are known as primary sources (Parahoo 2006:122). According to Parahoo 

(2006:122-123), secondary sources are publications that report on the original work, 

and there is the possibility that the original work may be distorted, misinterpreted or 

selectively reported. Thus, literature reviews and research articles published in aca-

demic journals are the main source of our search.  

 

Subirana et al. (2002) compared the efficiency of MEDLINE and CINAHL in identifying 

references and concluded that researchers on nursing-related subjects should combine 

these both databases in order to obtain the best results. The EBSCO/CINAHL, OV-

ID/MEDLINE databases were used in the first step of the search to find the primary 

sources. Basic search terms were: Parkinson, and patient education, and nursing. For 
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inclusion, sources had to be relevant to the research question. They had to be pub-

lished between years 2002 and 2013, and written in English or Finnish. 

 

Sources to be included were chosen according to the selection criteria by first reading 

the title and the abstract. If the selection criteria were met and the article was suitable 

for the review, selection criteria were applied to rest content of the article. After this, the 

decision was made whether the article was to be included in the review. After the data 

selection process 23 articles concerning PD patient education were left for further anal-

ysis (Table 1). 

 

Table 1. The literature search from different databases (20.03.2013). 

 

Database CINAHL MEDLINE 

Search terms Parkinson AND patient education AND nursing 

Years 2002-2013 

Number of fits 23 23 

Duplications removed 5 

Total number of fits  41 

Fit to selection criteria by the  title 
and abstract 

35 

Fit to selection criteria by the lan-
guage of the full text   

31 

Found full texts 27 

Fit to selection criteria by entire con-
tent 

23 

Articles added by manual search 
(after review of reference lists) 

2 

Articles taken into analysis 25 

 

Additionally, on the basis of references from articles obtained from the databases 

search, a manual search was performed and 2 more articles were selected for further 

analysis. Total number of articles taken into analysis was 25. 

 

4.2 Data analysis 

 

The actual process of data analysis is usually a process of clustering similar data into 

labelled themes or groups (Streubert & Carpenter 2011:46). Our results were grouped 

by answers to our study questions and by applying content analysis and inductive ap-

proach.  

 

Content analysis is a method for the objective, systematic, and quantitative description 

of communications and documentary evidence (LoBiondo-Wood & Haber 1994:354). 
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Content analysis might seem a little superficial but it provides opportunities to extract 

patterns quickly in qualitative data (Maltby, Williams, McGarry & Day 2010:146). 

 

Inductive approach is building a more general theory from specific samples of data 

often through themed-type influences (Maltby et al. 2010:53, 302). Parahoo (2006:64) 

explains that this type of approach is not just listening to people, but constant reflection 

on, analysis of, data from and between participants and researcher’s predetermined 

ideas.  

 

Some of our selected articles were answering our research questions more compre-

hensively than others. For instance, answering the question on patient education con-

tent they included several aspects of it: PD patient education oriented to pharmacologi-

cal management, non-pharmacological management and surgical treatment. Articles 

answering the question on methods of patient education used among patients with PD 

included description of one or more methods. These articles were used to build the 

structure of the thesis results. The rest of the selected articles were then categorized to 

support ideas of previous ones or to give an additional knowledge on corresponding 

research question so that all the findings were summarized according to the research 

questions. (Appendix. Tables 1 and 2.) 

 

5 Results 

 

This thesis answers the questions ‘What is the content of patient education among pa-

tients with PD?’ and ‘What are the modes of patient education among patients with 

PD?’. The results are reported according to the study questions. 

 

5.1 Content of patient education among patients with Parkinson’s disease 

 

PD patients and their caregivers are continuously asking care personnel for more in-

formation thus proving the evidence of patients’ wish to actively participate in the man-

agement of the disease and need of information (Reid 2003). Nurse’s PD patient teach-

ing plan should include reinforcing information the patient received from health care 

provider about PD, including what he or she can expect (Hayes 2002; Thomure 2006). 

Advice and information about the treatments available, the medication prescribed, and 
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when to seek medical advice should be provided. Information on what could be tried 

next if the present treatment failed was thought by PD patients to be more important 

than to know all available treatments, and this information should be a part of the pa-

tient education plan. (Hayes 2002.) Patient and family counselling should include an 

advanced discussion of health care directions and patient’s feelings about possible 

need of feeding tube if eating and swallowing become too complicated, cardiac resusci-

tation and intubation (Miller 2002; Noble 2007). Roberts (2010) underlies importance of 

educating patients about following the prescribed treatment regimen and making life-

style adaptations to cope with PD. Author says that these interventions can help the 

patient to remain independent longer and minimize adverse reactions. PD patient 

teaching plan should also include telling the patient and his or her family about com-

munity resources for PD that can provide educational material, referrals, activities, and 

support groups (Thomure 2006). Patient and his/her family should be encouraged join-

ing a PD support group where they can share information and receive mutual support 

(Chadwick 2008). Patients should be referred for further evaluation by appropriate 

healthcare specialist, such as a physical or occupational therapist, speech therapist, 

dietician, pain management specialist, or mental health specialist (Roberts 2010). 

 

Finally, the patient education should be continuous, and evaluation of the patient edu-

cation is important part of it. Evaluation should consider the significance and effective-

ness of the educational session in solving personalized problems. (O’Maley et al. 

2005.) Nurses should be aware of the importance of theory-based patient educational 

program content and delivery, and of challenges associated with evaluating program 

outcomes (Lindskov et al. 2007). 

 

Content of patient education among patients with PD closely relates to treatment meth-

ods used. Patient education content in this work was grouped according to three main 

treatment categories: pharmacological management, non-pharmacological manage-

ment and surgical treatment.  

 

5.1.1 Pharmacological management 

 

Importance of patient education in pharmacologic PD management is highlighted 

(Cranwell-Bruce 2010; Fincher, Ward, Dawkins, Magee & Willson 2009). The patient 

and family should be educated that pharmacological therapy will be adjusted with pro-

gression of the disease and emergence of symptoms (Cranwell-Bruce 2010).  
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Hermanns (2008) recommends the nurse to suggest to patients a medicine calendar, a 

timing device such as a watch with an alarm, multiple alarms, or a journal- type note-

book. Pill organizers labeled by day and time also may be useful in scheduling and 

ensuring compliance. To avoid drug interactions, patients should be strongly encour-

aged to use one pharmacy for all their prescriptions. It is recommended that patients 

carry a list of all their medicines with the dosages, frequencies, and specific times the 

medication should be taken, along with a list of their drug and food allergies and a 

statement that identifies them as having PD. (Hermanns 2008.) Summarizing data on 

patient medication safety and adherence to medication regimens, Fincher et al. (2009) 

say that these issues are finally the choice of the patient or caregiver and rely much on 

the nurse’s skill to perform effective patient education. It was shown that patients with 

chronic diseases who follow their medication regimens have less complications, less 

use of health services (e.g., office calls, office visits, hospitalizations), and improved 

quality of life (Fincher et al. 2009).  

 

It is of high importance the content of the information session concerning pharmacolog-

ical management is related to everyday events. Discussing daily problems with the 

learner develops an interactive exchange. A problem that is significant to the learner is 

identified and a solution is explored. This type of interaction also ensures that the priori-

ties of the learner are in focus. (O’Maley et al. 2005.) 

 

The content of the education needs to be related to the specific, individual needs of the 

person with PD (O’Maley et al. 2005). There is a group of PD patients suffering from 

neurogenic orthostatic hypotension. Education of this group of patients can serve as an 

example of necessity of individualized patient education. This group of PD patients 

among education on PD medication intake needs an additional education on controlling 

their blood pressure and on blood pressure pharmacological management as well. Vis-

comi and Jeffrey (2010) provide based on literature summary of reported challenges in 

dealing with these patients: patients have difficulty completing the blood pressure con-

trolling task, inability to systematically and correctly measure and log their blood pres-

sure readings, lack of interest and/or involvement in self-care. As the illness progress-

es, patients may find difficult to learn new tasks such as maintaining a daily log. Thus, 

patients must be taught to use equipment correctly, they need to be motivated for self-

care through the educational process, and methods of teaching should be appropriate 

to patient’s disease stage. It is recommended that patients are educated regarding the 

therapeutic goal of minimizing their hypotension symptoms rather than achieving a 
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state of normotension. Patients who report feeling at least some control over their ill-

ness may improve quality of their life by being able to modify their symptoms (Viscomi 

& Jeffrey 2010). Moreover, pharmacological management is considered together with 

physiotherapeutic and dietary management. Patient teaching plan should include 

teaching to increase intake of caffeine-free, non-alcoholic fluids (unless contraindicat-

ed) to help reduce the risk of orthostatic hypotension, as well as advising to rise slowly 

from a lying or sitting position to prevent dizziness and injuries from falling (Chadwick 

2008). 

 

It is also important to remember to teach the patient about potential adverse reactions 

to the pharmacological treatment (Thomure 2006). For instance, there are some issues 

patients starting to take PD drugs should be aware of for safety reasons: there is a 

possibility of a sudden onset of excessive daytime sleepiness due to levodopa if not 

taken correctly (Cranwell-Bruce 2010). Common adverse reactions to levodopa are 

postural hypotension, nausea and vomiting (Cranwell-Bruce 2010). As another exam-

ple, micturition, unstable or overactive bladder may occur from drug side effects, and 

some drugs, particularly catechol-o-methyl transferase inhibitors, discolour urine and 

consequently stain underclothing, adding to the distress and burden of care. (Scott 

2002.) Patient should be instructed not to take over-the-counter products without first 

consulting his or her healthcare provider or a pharmacist (Chadwick 2008). 

 

The cost of medications can be a significant issue in PD patients. Many patients are 

incapable to work that may limit the availability of medical insurance plans covering 

expensive, newer medications. Thus, all available cost savings options, such as patient 

assistance programs, introductory promotions, and free of charge samples when avail-

able should be introduced to the patient. (Jung 2004.) 

 

In emergency and hospital admissions, patients with PD and their families should be 

educated about medication management in the perioperative period. Patients should 

be advised to bring their PD medications with them and encouraged to become their 

own best advocates. Well informed and having an advocate (usually a family member) 

patients typically coped better during the perioperative period. It was also found that 

when hospital nurses were flexible with PD medication administration times according 

to patients’ self-expressed needs, the patients had better outcomes and were much 

more satisfied with the hospital experience (Fagerlund, Gurvich & Anderson 2013). 
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At later stage of PD, there may be the need to withdraw dopaminergic drugs due to 

lack of response to them and increasing side effects, like hallucinations. Drug with-

drawal is challenging because it can increase Parkinsonism and lead to further loss of 

independence. During this period nurses need to recognize the possible problems in-

duced by drug withdrawal, such as reduced mobility and general performance, which in 

turn could result in other distressing problems. (Thomas & MacMahon 2004b.) At late 

PD stage, additional pharmacological management might be considered: a certain 

amount of unavoidable pain may need to be managed (Roberts 2010; Thomas & Mac-

Mahon 2004b).  

 

5.1.2 Non-pharmacological management 

 

PD patients need to be accurately informed about current research findings concerning 

all available services. These services are physiotherapy, occupational therapy, speech 

therapy, dietary therapy, and mental health and psychological support services. Where 

this is not possible, referral to appropriate agencies, such as the Parkinson’s Disease 

Society or PD nurse, may prove missing information (Hayes 2002; Scott 2002). 

 

Physiotherapeutic and occupational therapy management  

 

One of the most common PD complications is gait disturbance (Scott 2002). Access to 

the physiotherapy team can result in considerable improvement in mobility (Doherty & 

Lyle 2004; Scott 2002). It is shown, for instance in young onset PD patients, that 

carefully planned and executed exercise and other rehabilitative therapies are 

essential, some of the gait problems, particularly those related to stooped posture, may 

be even prevented if exercises initiated at early stage (Jung 2004). Especially im-

portant are those that strengthen the axial muscle group, as well as walking and bal-

ance exercises (Roberts 2010). Nurse’s patient teaching plan should include suggest-

ing patient engage in activities that will maintain the manual dexterity, such as playing 

the piano (Thomure 2006). Other strategies to optimize motor function include educa-

tion on adequate rest periods (Roberts 2010). In addition, patients may be offered a 

vocational rehabilitation to facilitate employment options, which can be maintained with 

Parkinson’s related motor complications (Jung 2004). 

 

On the basis of literature, Sadowski, Jones, Gordon and Feen (2007) define gait im-

pairment and postural instability as factors critically increasing the risk of falls in PD 
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patient population. Polypharmacy and impaired mood are two additional risk factors. 

According to Sadowski et al. (2007), evaluation of patient and caregiver awareness of 

the risk factors for falls is an important component of primary prevention of falls in this 

high-risk group. Deficits in the patient’s and caregivers’ knowledge of specific risk fac-

tors can be targeted as a preventive or educational strategy for avoiding falls. Asking 

about falls might be a component of standard care for patients with PD. Especially, an 

education program about non-Parkinson medications elevating the risk for falling may 

be useful in patients with PD. There is a need to educate the patient on the importance 

of wearing secure shoes when walking. A cane or walker may help the patient perform 

more safely. Using assistive devices such as an elevated toilet seat and grab bars in 

the bathroom the patient can maintain function and independence with activities of dai-

ly living, and decrease the risk of injury. Patient teaching plan should include also 

teaching about basic safety measures that can help prevent falls: keeping adequate 

lighting in the home and removing unnecessary rugs, cords, clutter, and other hazards. 

(Roberts 2010; Thomure 2006.) 

 

Immobility in the palliative care stage of PD places individuals at risk of pressure ulcers 

development. The risk assessment and pressure ulcers preventive procedures should 

be a priority. Caregivers will require support and education in safe moving and handling 

patients. (Thomas & MacMahon 2004b.) 

 

Speech therapy 

 

Nurses dealing with PD patients need to be aware of the communication impairment 

and sensitive to the extra time effective communication may take (Heisters 2007). 

Doherty and Lyle (2002) highlight importance of a quiet environment while interviewing 

or teaching PD patients. They recommend not relying on body language or facial ex-

pression to confirm verbal communication as it can be misinterpreted. It is important for 

nurses to acknowledge that communication may fluctuate in relation to the medication 

schedule. Patients who have trouble speaking, they should be advised to use short, 

simple sentences and resting between sentences. PD patients need to be encouraged 

to practice talking, even if they must talk to themselves (Roberts 2010). Speech thera-

pists provide additional directives for speech improvement by using facial exercises. 

 

In addition to communication problems, people with PD present problems of dysphagia. 

Even if the patient does not report difficulty in swallowing food, fluids or medication, it 
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may be beneficial to involve a speech and language therapist early on (Noble 2007; 

Roberts 2010; Thomure 2006), so that education and advice can be provided to avoid 

increasing problems (Noble 2007). Education includes maintaining a sitting position 

with the body at a 90-degree angle while eating and for an hour afterward, avoiding the 

use of straws, and using swallowing techniques such as the chin tuck. Soft, ground-up 

foods and small meals are recommended. The patient is advised to eat slowly and take 

time between bites of food. Heated plates can help keep food warm. Eating utensils 

with larger handles may help the patient maintain the ability to eat without assistance. 

(Roberts 2010; Thomure 2006.) Drooling occurs in 70 per cent of cases and can re-

spond to medical treatment, but is often the cause of considerable anxiety and fear, not 

just for patients but also for their families and caregivers. As with communication prob-

lems, referral to a speech and language therapist can, through accurate assessment, 

intervention and advice, improve the patient’s quality of life. Anticholinergic medication 

causes a dry mouth in some patients, which is uncomfortable and affects communica-

tion skills. Patients might complain of an altered taste sensation, usually a metallic 

taste, which masks the taste of all food. Unpleasant eating and choking problems 

cause acute embarrassment and result in isolated eating habits, which create further 

social separation in an already isolating disease. (Scott 2002.) Patient should be pre-

pared to face these problems at some point of the disease and taught how to manage 

the situation. 

 

Dietary management  

 

Dietary management in PD is important (Doherty & Lyle 2004). Patients with PD should 

receive a nutritional assessment with each visit (Miller, 2002). Patients at risk for weight 

loss should be educated to keep a weight chart (Thomure 2006). To allow adequate 

protein intake, without concurring with levodopa absorption, protein intake may be 

scheduled either two hours before or an hour after levodopa intake (Jung 2004). Nurs-

es can provide education on the importance of a well-balanced diet high in fibre (but 

not overly emphasized), fluid, and calcium together with regular exercise. This might 

reduce constipation risk and maintain existing bone structure (Miller 2002; Noble 2007; 

Scott 2002), as well as prevent dehydration and urinary tract infections (Roberts 2010). 

Some patients may require additional caloric intake (Miller 2002).  
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Mental health and psychological support for patients and caregivers 

 

Sleep disorders, such as changes in total sleep time in bed, sleep latency, awakenings 

during the sleep period, wake time after sleep onset, napping during the day, excessive 

daytime sleepiness, quality of perceived sleep, and circadian rhythm disturbances, are 

recognized as a feature of PD. Educating the patients and their families regarding the 

significance of sleep-wake pattern maintenance to health and wellbeing, and the sleep 

hygiene tactics is beneficial to the patient. (Wells, Sawatzky & McMillan 2009.) 

 

Hallucinations and psychosis may be experienced and are more often in older PD pa-

tients (Thomas & MacMahon 2004b). Dealing with hallucinations, Thomas and Mac-

Mahon (2004b) recommend not to agree with patients on not existing object as being 

real. It is helpful to explain to the patient that you cannot see what the patient is seeing 

or hearing and that you understand the images and sound are very real. Distraction the 

patient to take his or her mind off what is seeing can be also helpful. Hallucinations can 

be a drug adverse effect and this explanation often helps patients to deal with them; 

although some patients find hallucinations pleasing. As a general guide in these cases, 

specialist help is required and contacting the PD nurse specialist, specialist mental 

health team or clinician is the best way of action. (Doherty & Lyle 2004; Thomas & 

MacMahon 2004b.) 

 

Among other mental and psychological dysfunctions Scott (2002) mentions cognitive 

decline and dementia, depression, and sexual problems. Nurses must assess stressors 

and teach stress management skills to patients with PD so that they may reduce stress 

themselves thus reducing appearance of depression. Research shows positive correla-

tion between psychosocial health dysfunction and a perception of low social support. 

The perception of low social support might be caused partly by the patient’s own social 

withdrawal or typical for PD patients’ impaired facial expression. Nurses should find 

ways to improve social support systems for individuals with PD. Nurses also should 

assess patients coping behaviors and help patients to find optimal coping strategies, 

such as humor, diversion, and positive thinking. (Miller 2002.) Complementary thera-

pies such as massage therapy, tai chi, relaxation, visual imagery, and music therapy 

can be offered to enhance PD patient’s physical and emotional wellness (Miller 2002). 

While educating PD patients with impaired cognitive function, already at the beginning 

it is necessary to consider the needs of caregivers of people with PD and provide them 
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with support. (Scott 2002.) This will enable the patients’ care at home for as long as 

possible (Thomas & MacMahon 2004a). 

 

5.1.3 Surgical treatment 

 

Lanier and Buffum (2011) conducted a research on perioperative education of PD pa-

tients undergoing DBS surgery. The most frequently preferred teaching strategies in-

clude personal contact via telephone, e-mail, and mail or providing written information. 

Many nurses used supplemental educational material to further clarify their teaching. 

The results of the study show that nurses from a national DBS study are teaching 

about the same pre- and postoperative content, such as about the operation, aspects 

of awake surgery, postoperative facial oedema, short-term precautions. Nurses recog-

nize preoperative anxiety and take additional time to address patients’ fears. Preopera-

tive education may need to be done in more than one session depending on patient 

and family needs. Other areas to consider in future educational program preoperatively 

are the possible changes in patient and family roles, the activities after DBS, and the 

realistic expectations of the surgical outcome. Further research could request patient 

and caregiver perspectives about preoperative education, preoperative anxiety for DBS 

and for awake brain surgery, and actual indicators of effective preoperative education. 

(Lanier & Buffum 2011.) 

 

5.2 Methods of patient education among patients with Parkinson’s disease 

 

On the basis of the literature, O’Maley et al. (2005) underline that information provided 

to the patient should be relevant and at an appropriate level to facilitate understanding 

in order to promote interest and motivation. It is shown to be important to create a part-

nership between the nurse and the PD patient to promote the learning. In order to fulfill 

these criteria, the special needs of the PD patient are to be considered while planning 

the education. The time for the educational session should be planned together with 

the patient and should be flexible. Will of family/caregiver to participate in the session 

should be considered as well. Teaching environment (for example, appropriate seating, 

toileting needs, room to move around if necessary) and teaching methods should be 

adjusted to patient’s physical and cognitive condition.   
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Patient education for any condition or disorder can be carried out in a variety of ways. 

Group teaching, individual one-to-one sessions, distribution of printed and video mate-

rial, referring to internet sources, telehealth technologies, and supporting self-

management are used to provide education among patients with PD.  

 

5.2.1 Group teaching 

 

Group gives the opportunity to people with similar learning needs to get together. 

Group teaching is economically beneficial regarding staff involvement, environment 

and programme content. The peer support and caregivers’ networks are often co-

ordinated through the local branch activities (Scott 2002). According to O’Maley et al. 

(2005), research considering group teaching programmes specific to PD is limited. The 

effectiveness of PD group teaching about ways to cope with self-care disability and 

how to improve knowledge of the disease process was shown to be not sustained after 

12 months. Possible contributing factors are lack of information and strategy reinforce-

ment combined with the progressive degenerative nature of PD (Wade, Gage, Owen, 

Trend, Grossmith & Kaye 2003). Thus, the mentioned above factors should be consid-

ered while planning PD patients’ group teaching. 

 

5.2.2 One-to-one teaching 

 

Reviewing the literature, O’Maley et al. (2005) summarize that one-to-one teaching with 

patients may be a preferred method of education since being focusing on individual 

patient needs. However it has limitations in time and requires nurse’s planning skills. 

Economically it is considered to be a costly method of teaching, and it might be not 

available or possible to arrange for every single PD patient. Analysing research on in-

dividual teaching, O’Maley et al. (2005) reported improvement in medication knowledge 

of older patients about new medication at follow-up 48 to 72 hours after the teaching 

intervention. Authors say that nurses were able to provide relevant, informative advice 

in a one-to-one session which was reinforced with take-home reference material about 

newly prescribed medications.  
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5.2.3 Printed material 

 

Printed material has been commonly used to provide and promote information, and it 

still remains a useful method of the patient education among PD patients (O’Maley et 

al. 2005). The benefit of the method is that information is readily available to the patient 

or caregiver for use in their own environment and the stress associated with healthcare 

provider visits is avoided. A limitation of the method is the possibility to misinterpret the 

information by the reader (O’Maley et al. 2005). 

 

The Parkinson’s Disease Society provides resources for healthcare professionals to 

help make communicating with people with Parkinson's more effective. These include 

the Parkinson's Disease Atlas to help clinicians explain the condition to patients. The 

Atlas covers six topics: overview, physiology, diagnosis and symptoms; disease man-

agement; drug management; surgery; conditions similar to Parkinson's; care and sup-

port. Each topic consists of two pages with the same content, one for the patient and 

one for the clinician (which also contains clinical notes). This format makes it simple to 

use and enables face-to-face discussion. (Heisters 2007.) 

 

5.2.4 Video material 

 

Another tool to improve communication between patients and care team (and as fol-

lows, patient education) is the DVD 'Being There' provided by Parkinson’s Disease 

Society, which features interviews with people with Parkinson's and medical experts. It 

answers questions about symptoms, available treatments and managing the condition. 

If a copy of the DVD is given to each person as they are diagnosed, the patient will be 

able to address a number of their own concerns before their next clinical appointment. 

(Heisters 2007.) 

 

5.2.5 Internet sources 

 

Bigham (2007) describes the NHS Choices website (www.nhs.uk) that has quickly be-

come the UK's leading site for public health information, with more than 8 million visits 

every month. It is an essential resource for nurses, and all information on the site is 

evidence-based, peer-reviewed and benefits from the NHS kite mark. The content is 

patient-friendly, with some areas available in 12 different languages, and individual 
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pages can be printed for patients to take home and read as a source of further infor-

mation. Alternatively, as the NHS Choices is available to everyone, patients can go to 

the website after their consultation to find out more about their condition or treatment. 

(Bigham, 2007.)  

 

5.2.6 Telehealth technologies 

 

Fincher et al. (2009) refer to telehealth technologies that allowed clinicians to success-

fully provide in-home a personalized symptom management to cardiac surgery pa-

tients, and authors conducted a research on usefulness of telehealth technologies in 

PD patients’ care. Self-management medication counselling was shown to be more 

effective when it was conducted via videophone by means of visualization than it was 

via the traditional telephone. Both videophone and telephone were useful in individual 

patient problem solving, however, the videophone was more effective in exchange of 

information on changes in mood or emotions, changes in physical functioning, and on 

learning self-management strategies for meals, sleep, and constipation. The patients in 

the videophone group were more satisfied with their counselling and the equipment. 

(Fincher et al. 2009.) 

 

5.2.7 Self-management 

 

PD patient can be offered educational programs for self-management of the problems 

associated with the disease. These educational programs can make PD management 

smoother and reduce anxieties, and they are increasingly being offered to patients 

(Noble 2007). Chaplin et al. (2012) describe the recently updated Hertfordshire self-

management education program for patients with long-term neurological disorders. 

Previous self-management programs have included purely generic information or only 

condition-specific information, as well as some programs including caregivers, espe-

cially in the case of PD. From the literature, the Hertfordshire model appears to be a 

unique in including both service users and caregivers initially, followed by a generic 

module for service users, and completing with a changes, problem-solving through 

cognitive challenges, practicing strategies via homework, and conducting the program 

in a group format. The design of the Hertfordshire program, with an initial generic mod-

ule followed by condition-specific modules, may contribute to the increased participant 

satisfaction and commitment to completing the program, as demonstrated by the low 
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dropout rate of those who started each module. A concern raised in the previous deliv-

ery of self-management in Hertfordshire was the potential distress in being with peers 

who were further down the disease progression. Because the new program is offered 

when people are first referred to the service, the majority of participants are not at this 

advanced stage and it was not reported as an issue in the revised program. 

 

6 Discussion 

 

6.1 Discussion of the results 

 

By analyzing literature on patient education among patients with PD obtained from CI-

NAHL and MEDLINE databases with some additional manual search, the data were 

categorized into the PD patient education content and the methods used among PD 

patients.  

 

Various authors in the analyzed articles presented similar ideas about patient educa-

tion among PD patients. The key message is that the aims of the PD patient education 

vary depending on individual patient’s needs, supporting services available, progres-

sion of the disease, and treatment methods used (e.g., Chadwick 2008; Heyes 2002; 

Lindskov et al. 2007; Miller 2002; Noble 2007; O’Maley et al. 2005; Thomure 2006; 

Viscomi & Jeffrey 2010). Articles show what factors affecting educational process are 

to be considered both in content and methods, and the areas where nurse’s attention in 

educational process should be focused are underlined article by article. Nurses should 

explain to the patient that the goal of treatment is to maintain an acceptable degree of 

functioning rather than eliminate all symptoms and signs (e.g., Cranwell-Bruce 2010; 

Scott 2002; Thomas & MacMahon 2004b). Active involvement of the patient into the 

planning, provision and delivery of care is shown to be an important component of the 

patient education and a step to successful care (e.g., Reid 2003). The patient’s family 

or caregivers also should be involved into education (e.g., Chadwick 2008; Miller 2002; 

Thomas & MacMahon 2004b). 

 

Most of articles (e.g., Chadwick 2008; Cranwell-Bruce 2010; Noble 2007) on content of 

the patient education among patients with PD emphasized pharmacological aspect of 

managing the PD. This area is well progressed and supported, for instance, by modern 



20 

 

telehealth technologies and DVDs. The importance of keeping patients motivated in 

following their medication regimen and monitoring PD symptoms is highlighted. It was 

suggested that PD patients keep services of one pharmacy for all their prescriptions to 

reduce the polypharmacy risks. Managing of the polypharmacy in elderly population 

(with PD patients among them) in Finland is not yet in its best shape (Jyrkkä et al 

2009), but electronic drug prescriptions is a step towards this (Niinimäki & Forsström 

1997). 

 

Even when it is considered in the literature that pharmacological treatment is usually 

accompanied by different supportive therapies, there is still a gap in research of the 

patient education for non-pharmacological PD management. Non-pharmacological ap-

proaches should be used to enhance patient’s physical and emotional wellness (e.g., 

Doherty & Lyle 2004; Miller 2002; Noble 2007; Roberts 2010; Thomas & MacMahon 

2004b; Thomure 2006). Few articles were discussing non-pharmacological aspects of 

PD treatment and content of patient education regarding it (e.g., Jung 2004; Roberts 

2010; Thomure 2006).  

 

Despite the evidences of need for education among PD patients undergoing surgery 

(particularly a DBS surgery), very little findings present the PD patient education on 

surgical treatment. The only article, by CINAHL and MEDLINE with our search terms, 

was concerning the DBS and perioperative patient education. Very few articles men-

tioned DBS in the content of PD patient education as possible treatment method. The 

limited number of articles on nursing research regarding DBS shows that this topic is a 

relatively new to nurses. With the evidence that use of DBS in earlier PD has long-term 

symptomatic benefit for patients compared to best pharmacological therapy (deSouza 

et al 2013), the DBS should be introduced to the PD patient earlier than it is currently 

done, and this fact will definitely lead to a demand for PD patient education about DBS.   

 

Besides the content of PD patient education, various methods of the patient education 

used among PD patients have been presented too. There are such methods of PD 

patient education as group teaching, one-to-one teaching, printed and video materials. 

Moreover, self-management strategies are progressively being offered to patients to 

increase the effectiveness of care and treatments, and are often combined with other 

methods of patient education. The internet sources and telehealth technologies as 

methods of PD patient education are discussed below in more details. 
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The internet links to the Parkinson’s Disease Society (www.parkinsons.org.uk) and to 

the popular in the United Kingdom NHS Choices (www.nhs.uk) should be provided to 

patients as being a useful resource for educational information and support to people 

with similar needs. This links were checked by authors of the thesis for possibility of 

being used in Finnish language and for PD patients living in Finland. The Parkinson’s 

Disease Society as well as NHS Choices are available in Finnish via, for instance, Mi-

crosoft® Translator. The reader just needs to click the “Translator” button on internet 

browser. NHS Choices is available in Finnish also via Google Translate by clicking the 

“Translate” button directly on the webpage and choosing the “suomi” (Finnish), unless 

the Google Translate (Google kääntäjä) does not appear in internet window automati-

cally. Then the reader just needs to click on “Käännä” (translate) button. As on many 

similar websites, search terms should be typed there before the website brings the 

reader to the target page. And search terms are working on The Parkinson’s Disease 

Society as well as NHS Choices websites in English only. However, as soon as the 

reader gets “Parkinson’s disease” (for instance, in NSH Choices) as a search term, the 

site opens the page about all what concerns PD and the translator translates the page 

into Finnish straight away. Thus, from the Parkinson’s Disease Society and NHS 

Choices a patient can find relatively easy up-to date and evidence based knowledge on 

PD and treatment methods used also in Finnish language. But regarding the local care 

system, local contact information, and local policies, they are provided there only for 

the United Kingdom. From this aspect, referring to the Finnish Parkinson Association 

(www.parkinson.fi) would be more relevant for people living in Finland. Basic infor-

mation on PD and treatment methods is also available from the Finnish Parkinson As-

sociation webpage. 

 

Modern telehealth technologies allowed care personnel to improve in-home instruction 

in symptom management to some groups of PD patients. From open internet search a 

telehealth program was found to be available and recommended to be used among 

population with chronic diseases in Finland (Goodit mHealth), but no data on using it in 

PD patients population were found. The use of the telehealth approach in Finland 

seems to be low to date. The government-funded program FinnWell (2004-2009) was 

targeting health and wellbeing promotion through technology and innovations (Home 

telehealth), but currently no information is available at the homepage of Tekes, the 

agency that founded this program. As an alternative, the telecare system is available in 

Finland. However, usage levels are still low and there are mainly pilots and trials taking 

place (Telecare). 
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Limitation of our literature review is a lack of the research on PD patient education 

conducted in Finland and presented in CINAHL and MEDLINE databases. By the man-

ual search the only article by Toljamo et al. (2002) was found saying that empower-

ment-oriented education is more suitable for the care of PD patients than more often 

used acute care model of patient education. The article, however, is published in a pro-

fessional journal and, thus, is not included into our data analysis. 

 

6.2 Discussion of the ethical considerations 

 

The nature of our research is qualitative. Parahoo (2006:111) says that “there are ethi-

cal implications at every stage of the research process, including the choice of topic to 

research, the selection of the design and the publication of the findings”. Even the de-

cision to research or not to research has ethical implications.  

 

According to Parahoo (2006:113), the nature of qualitative research can seem harm-

less, however having strong and possibly distressing effects. When using material writ-

ten by other authors, it should be done with strict ethical consideration in order to avoid 

harmful misinterpretation and to obey cited authors rights. Only scientifically reliable 

sources are used. No paraphrasing or putting own subjective opinion on top of it, no 

plagiarism, but the objective analysis and production of a useful results are used in our 

thesis. Thus, in this review the literature is represented fairly and objectively with the 

use no other selection criteria than those described above. All sources are acknowl-

edged. 

 

6.3 Discussion of the validity of the thesis 

 

Validity and reliability in quantitative studies refer to the tools of data collection and 

analysis. However in qualitative studies the tools of data collection are not predeter-

mined, structured and standardised, there may not be a visible tool to test for validity 

and reliability. The researcher is also an instrument of data collection and analysis. 

(Parahoo 2006: 410.) A clear and unambiguous question, transparency in how the 

search was carried out, how the selected studies were appraised and how the conclu-

sions were reached are all crucial for readers to assess the validity, reliability of the 

findings (Parahoo 2006:145). One of the key issues is to ensure that different people 

analysing the same content will agree on categorization (Gillis & Jackson 2002:255). 
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Therefore, both authors of the current literature review contributed to data collection 

and analysis, which already presumes validity of the research and findings. The result 

thus have an objective nature rather than subjective. 

 

7 Conclusion and recommendations for nursing practice 

 

The information about nursing specific patient education for PD patients is found to be 

very limited, as the authors of the articles were more concentrated on medical descrip-

tion of the disease, such as etiology, symptoms and pharmacological treatment, dis-

cussing the patient education only in general. The most of reviewed articles underline 

the importance of nurses’ role in the PD patient education. Therefore, nursing aspect 

for the PD patient education requires further research, provision with the knowledge 

and more solutions for the patient education among the PD patients specifically. 

 

The novelty of our thesis is that on the basis of recent literature different content of pa-

tient education among patients with PD was shown in a systematic way, referral to 

modern tendencies in educational methods was done and lack of research of patient 

education in certain areas, such as non-pharmacological management and surgical 

management of PD, was highlighted. The lack of academic research describing Finnish 

health care system regarding the PD patient education was also noticed. And the rec-

ommendations for the PD patient education that can be applied in Finland as well as 

worldwide were proposed.  

 

Nurse's role involved in the patient education among patients with PD is very demand-

ing and important. Based on studies, there is a lack of nursing expertise in PD patient’s 

education. There is a Parkinson nurse that is specifically assigned for this group of pa-

tients. However, every nurse in primary and secondary health care settings should be 

aware of various needs of PD patients and most effective methods of teaching a PD 

patient. The well planned and conducted patient education is a key to improved quality 

of life of the patient with such chronic condition as PD. The patient education should 

start with analysing the patient condition and knowledge about the disease. Proper 

amount of time should be allocated for education and proper method and environment 

chosen, considering patients drug schedules, physical comfort and possible communi-

cation problems. The patient, as well as his or her family and caregivers, should be 

involved into educational process actively.  
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Recommended content of the patient education among patients with PD is as follows: 

 Teach about PD and treatment methods available with more emphasize on 

what could be tried next if the present treatment failed.  

 Teach the importance of following the treatment regimen. Suggest helping de-

vices such as a medicine calendar, or timing device to patient to manage phar-

macological treatment in home settings. Educate the patient about potential ad-

verse reactions. Discuss about cost savings options, such as patient assistance 

programs, introductory promotions. 

 Provide information on non-pharmacological managing of disease, educate 

about importance of physical activities, risk of falling and safety measures, or-

thostatic blood hypotension management, swallowing strategies and balanced 

nutrition, constipation management, healthy sleep-wake pattern. Recommend 

activities in peer groups. Teach stress management skills when required. Pro-

vide information on appropriate healthcare professionals such as physical or 

occupational therapist, speech therapist, dietician, pain management specialist, 

or mental health professional. 

 Provide DBS education when appropriate, including information on activities af-

ter DBS surgery, and the realistic expectations of the surgical outcome among 

other perioperative education. Consider preoperative anxiety for DBS and for 

awake brain surgery. 

 Refer to appropriate agencies such as the Parkinson’s Disease Society (or the 

Finnish Parkinson Association) or PD nurse for further information. 

 Teach when and how to seek help. 

 Teach how to behave being administered to hospital for some other comorbidi-

ty. 

 

Recommended methods of patient education among patients with PD are as follows: 

 Group teaching, although it is considered less effective in a year after start de-

livered alone. 

 Individual one-to-one teaching as a most effective. 

 Printed and video material. 

 Referring to official internet sources, for instance NHS Choices website, the 

Parkinson’s Disease Society or the Finnish Parkinson Association. 

 Self-management programmes that are usually provided by municipalities. 

 Telehealth technologies as the most innovative method to communicate with 

the patient over distances.  
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Framework for analysing research data  

 

Table 1. Content of the patient education among patients with Parkinson’s disease. 

 

Author(s), 
year and  
country where 
the study was 
conducted 

Purpose Participants 
(sample size) 

Data collection and 
analysis 

Main results 

Chadwick, 
2008, USA 

To explain what PD is 
and how to help 
someone manage PD 
complications. 

A case study. Retrospective de-
scription of a clini-
cal case. 

Treatment for each patient with PD must be individualized and typically 
must change frequently. Medications are the mainstay of treatment, 
and other options as DBS, exercise and physical therapy, speech ther-
apy, and psychological support can help to maintain quality of life. 
Nursing considerations: While hospitalized, continue the medication 
schedule patient follows at home; teach patient to increase his intake 
of caffeine-free, nonalcoholic fluids (unless contraindicated) to help 
reduce the risk of orthostatic hypotension; advise patient to rise slowly 
from a lying or sitting position to prevent dizziness and injuries from 
falling; ask the dietician to review the diet and advise the patient drink-
ing plenty of fluids to help prevent constipation; instruct patient not to 
take over-the-counter products without first consulting his healthcare 
provider or a pharmacist; .arrange for physical therapy and speech 
therapy sessions as ordered; encourage your patient and his family to 
join a PD support group where they can share information and mutual 
support. 

Cranwell-
Bruce, 2010, 
USA 

To educate nurses 
dealing with PD pa-
tients in drug therapy 
and symptom man-
agement. 

 A literature review. The five most common drug categories for treating PD are explored. 
The nurse’s role in the treatment of PD is to be aware of the motor and 
non-motor symptoms of PD, and educate the patient regarding disease 
process, treatment options, and drug therapy. The patient and family 
also should be taught drug therapy will be adjusted based on progres-
sion of the disease and emergence of symptoms. Assisting the patient 
with PD to manage the symptoms of the disease as well as the ad-
verse effects of the drug therapy can also help to improve motor func-
tion, prevent injury, and maintain autonomy. 
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Doherty & 
Lyle, 2004, 
Australia 

To guide nurses caring 
for PD patients. 

 An introduction for 
nurses caring for 
patients with PD in 
a health care set-
ting. 

The article provides nursing guidelines to manage such PD complica-
tions as mobility, communication, autonomic nervous system, and neu-
ropsychiatric problems. Nurse must provide clear and honest explana-
tions to prepare the patient for any intervention.  

Fagerlund et 
al., 2013, USA 

To measure the peri-
operative duration of 
the withholding of car-
bidopa-levodopa in 
patients with PD, to 
record the time of day 
surgeries were per-
formed on these pa-
tients, and to record 
perioperative exacer-
bations of PD symp-
toms. 

Eighty nine sep-
arate surgical 
events for 67 
discrete patients 
who had been 
diagnosed with 
PD, had under-
gone any type of 
surgery except-
ing PD surger-
ies, requiring 
NPO, and were 
on carbidopa-
levodopa. 

A retrospective 
review of patient 
electronic health 
records. 

A comprehensive education for nurses and anesthetists who care for 
PD patients undergoing not related to PD surgery should be offered, a 
relevant education to patients and family members should be provided. 
For best symptom management, careful consideration should be given 
to scheduling surgery at the earliest possible time, administering medi-
cations as close to the patient’s usual dosing schedule as possible, 
and providing nursing education about optimal medication manage-
ment for this patient population. 

Hayes, 2002, 
UK 

To identify issues that 
are important for peo-
ple with PD. 

120 returned 
questionnaires. 

A structural postal 
questionnaire with 
45 statements. 
Data were analysed 
using the statistical 
package Mystat 
and were supported 
by written com-
ments. 

People with PD wanted to know how to maintain their independence, 
the amount of movement they were capable of and how to respond if 
their symptoms changed. They also wanted advice and information 
about the treatments available, the medication they were taking and 
when to seek medical advice. Knowing what could be tried next if the 
present treatment failed was thought more important than knowing 
about all treatments.  

Heisters, 
2007, UK 

To highlight the need 
of effective communi-
cation between PD 
patients and care 
team. 

A case study. Retrospective de-
scription. 

Improving communication in all contact with patients with Parkinson's 
should be something we all strive for. By understanding what patients 
need to know and working hard to provide that information effectively, 
we can help people better manage their condition, hopefully improving 
their quality of life and reducing their demands on limited health re-
sources. 

Hermanns, 
2008, USA 

To highlight that nurs-
es must understand 

 A literature review. Nurses, through their education and experience, are in a primary posi-
tion to grasp specific holistic care needs for a patient with PD. While 
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PD as well as the fluc-
tuating and individual 
nature of the disease 
to increase the quality 
of care to their pa-
tients. 

many patients already may have devised a medication system that 
works for them, patient education ultimately is the nurse's responsibil-
ity. Devising an effective system for medication delivery is paramount. 

Jung, 2004, 
USA 

To document the 
course of a young 
onset PD patient with 
unusually severe mo-
tor complications. 

A case study. Retrospective de-
scription of a clini-
cal case. 

A total treatment approach that utilizes patient education, advocacy, 
medical management, exercise, dietary assistance, and possible surgi-
cal options can significantly decrease the morbidity involved with this 
devastating disease. Nurses play a key role in providing effective ser-
vices for these patients. 

Lanier & 
Buffum, 2011, 
Canada 

To determine the con-
tent of preoperative 
and postoperative 
patient education for 
deep 

19 mailed sur-
veys returned. 
The conven-
ience sample 
was composed 
of 19 study co-
ordinators from 
a national Vet-
erans Admin-
istration Sixteen 
of the 19 sub-
jects were nurs-
es. 

Open-ended quali-
tative questions 
were analyzed for 
themes, and the 
authors established 
consensus. 

Nurses from a national DBS study are teaching some of the same pre-
operative and postoperative content and more of their suggested topics 
should be included. Two very important patient safety issues should 
clearly be included: contraindications including diathermy and MRI 
safety precautions. The most frequently preferred teaching strategies 
have demonstrated that nurses value the personal contact and see this 
as part of providing care. Other areas to consider incorporating into a 
standardized patient educational program preoperatively are the possi-
ble changes to anticipate in patient and family roles, the activities after 
DBS, and the realistic expectations of the surgical outcome. 

Lindskov et 
al., 2007, 
Sweeden 

To evaluate patient-
reported health out-
comes of a multidisci-
plinary group educa-
tional programme for 
people with PD, deliv-
ered as part of routine 
clinical practice. 

48 PD patients 
received the 
intervention and 
were allocated 
to a delayed 
intervention 
control group. 

12-item short-form 
health survey (SF-
12) at baseline and 
one month 
postintervention. 

Nurses and other healthcare professionals need to document the ef-
fects of patient educational programmes and to be aware of the im-
portance of intervention design and challenges associated with evalu-
ating programme outcomes. 

Miller, 2002, 
USA 

To provide a brief 
overview of the patho-
physiology of PD and 
a review of current 

 A literature review. Treatment goals are twofold: short-term treatment to alleviate symp-
toms and reverse functional disability and long-term treatment to main-
tain effectiveness and limit pharmacologic complications. Although 
symptomatic treatment of PD has improved with new drug therapies, 
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literature, assessment 
and diagnostic tech-
niques, therapeutic 
interventions, and 
management proto-
cols.  

other important interventions to be included are education, psychologic 
support, exercise therapy, and proper nutrition. Education begins with 
explaining the nature of PD to the patient and family members. Em-
phasis should be placed on the slow disease progression and the fact 
that, with proper treatment, most patients can remain functional and 
maintain a normal lifestyle for a long time. Patient-oriented books, sup-

port groups, websites, and PD clinics are often very helpful. Physical 
activities should be encouraged. Complementary therapies to 
enhance physical and emotional wellness include massage 
therapy, tai chi, relaxation, visual imagery, and music therapy. 
Finally, patient and family counseling should include a discussion of 
health care directives. Because this neurodegenerative disease has no 
cure, effective symptom management, education, and support are vital 
to foster independence and provide a sense of control over the illness. 

Noble, 2007, 
UK 

To describe the signs 
and symptoms of PD 
and the complications 
that arise as the condi-
tion progresses.  

 A literature review. The complexities of medication management are outlined and advice is 
given on how nurses can help patients and their carers to manage 
disease progression as well as help to find appropriate therapies and 
treatments. 

O’Maley et al., 
2005, 
Australia 

To discuss appropriate 
ways for nurses to 
provide the education 
of the persons with 
PD, their close carers 
and family.  

 A literature review. The content of the teaching session needs to address the specific, 
individual needs of the person with PD. Education of the person with 
PD, their close carers and family that covers medications, observation-
al techniques and dealing with side effects, along with unpredictable 
worsening of PD symptoms, may result in improvement in quality of 
life. 

Reid, 2003, 
UK 

To highlight the value 
of educating patients 
about the condition 
and its implications. 

 A literature review. There is a gap in the literature relating to the benefits of education for 
patients and carers dealing with PD. But many findings on chronic 
illness can be applied to PD, which is essentially a chronic condition. 
Informed treatment and sensitive counseling allow patients to keep a 
generally healthy lifestyle. Patient education in other [than PD] areas of 
disease management has multifactorial benefits, including improved 
quality of life, reduced carer burden, reduction in pain and anxiety, and 
economic benefits in relation to use of limited health-care resources. 

Roberts, 
2010, USA 

To discuss the patho-
physiology, assess-
ment points, and nurs-

 Nursing 
interventions. 

Medications alone or used with surgical treatments allow many patients 
with PD to maintain independence. By teaching them to manage their 
condition and treatments, you can help patients adapt to disabilities 
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ing care for patients 
with PD. 

related to PD and maintain an active life. Educate your patient about 
following the prescribed treatment regimen and making lifestyle adap-
tations to cope with PD. 

Sadowski et 
al., 2007, 
Canada 

To examine aware-
ness of the risk factors 
for falling among a 
group of community 
dwelling patients with 
PD, and to examine 
the associations be-
tween participant 
characteristics and 
awareness of the risk 
factors for falling. 

28 PD patients A cross-sectional 
survey: Falls Risk 
Awareness Ques-
tionnaire, demo-
graphic, medical 
and medication 
data gathered. 
Descriptive statis-
tics used. 

A primary preventive program directed at more disease-specific 
awareness and education may be helpful in reducing the frequency 
and injuries due to falls in this patient population. Patients with PD may 
be taking a number of medications for conditions other than PD, which 
may also increase the risk for falling. It is possible that asking about 
falls should be a component of standard care for patients with PD. In 
particular, a formalized education program about non-Parkinson medi-
cations that elevate the risk for falling may be of value in patients with 
PD. 

Scott, 2002, 
UK 

To increase under-
standing of the nature 
and management of 
PD, its pathology, ae-
tiology and patterns of 
progression, to provide 
an overview of how 
diagnosis affects the 
quality of life of those 
living with the disease 
and their carers, to 
challenge the many 
misperceptions about 
the disease and the 
current models of car-
ing practice. 

 A literature review The role of the nurse is vital in providing a link between patients and 
primary and secondary care services. The nurse is an ideal profes-
sional to offer advice on medication, training on drug administration, as 
well as providing a more informal helpline for families outside the clini-
cal setting. This is in addition to their educative role with families and 
care teams. Information on the Parkinson’s Disease Society should be 
provided to patients as this is a useful resource for educational infor-
mation and support. Peer support and carers’ networks are also coor-
dinated through local branch activities.  

Thomas & 
MacMahon, 
2004a, b, UK 

To provide a brief 
overview of some of 
the palliative care is-
sues facing staff who 
are caring for people 
with PD. 

A case study. Retrospective de-
scription of a clini-
cal case. A litera-
ture review. 

Care of individuals with PD in the palliative stage will shift emphasis 
from a hi-tech pharmacological approach to one with more emphasis 
on quality of life issues. Care needs to be supported by good care 
planning, preferably with multidisciplinary input. Nurses are key per-
sonnel in the management and co-ordination of care.  
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Thomure, 
2006, USA 

To explain how to as-
sess a patient with PD 
and help manage the 
condition. 

 A literature review. Education can help someone with PD manage her symptoms and 
treatment more effectively. Patient teaching plan should include: rein-
forcing information received from her health care provider about PD, 
including what she can expect, making sure patient knows how to take 
medications correctly, suggesting she engage in activities that will 
maintain manual dexterity, discussing safety issues, teaching to use a 
wide-based stance for balance and walking, having patient keep a 
weight chart, telling her and her family about community resources for 
PD that can provide educational material, referrals. 

Viscomi & 
Jeffrey,  2010, 
Canada 

To describe the pro-
cess of developing 
clinical practice guide-
lines for patient self-
management of blood 
pressure instability 
secondary to multiple 
system atrophy. 

 A literature review. Recommendations include the adoption of the guidelines for the care 
of patients coping with orthostatic hypotension secondary to MSA, PD, 
and other neurological conditions. Patient education should include 
assessment of patients knowledge about his/her illness and ability to 
measure and log blood pressure, information on benefits of regular 
measuring and continuing daily activities, information on support or-
ganizations, on patient purchase a validated home blood pressure 
monitor, on pharmacological and non-pharmacological interventions.  

Wells et al., 
2009, Canada 

To provide nursing 
insight into PD sleep-
wake pattern disturb-
ance.  

 A literature review 
utilizing the Human 
Response to Illness 
Model (HRTI) as an 
organizing frame-
work. 

The sequel of not actively addressing PD sleep-wake pattern disturb-
ance can have negative consequences on this population’s physiologi-
cal, psychological, social, and cognitive functions. By utilizing the HRTI 
Model as a framework to establish a comprehensive understanding of 
this complex response to illness, neuroscience nurses can make a 
difference in the lives of these individuals. A holistic, evidence-based 
approach to care ensures that the individuals with PD sleep disturb-
ances can achieve an optimal quality of life. 
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Table 2. Methods of the patient education among patients with Parkinson’s disease. 

 

Author(s), year 
and  country 
where the 
study was 
conducted 

Purpose Participants 
(sample size) 

Data collection and 
analysis 

Main results 

Bigham, 2010, 
UK 

To introduce and 
guide using the NHS 
Choices website as a 
source of information 
for patients. 

 Descriptive article. NHS Choices www.nhs.uk is an essential resource for practice nurses, 
and all information on the site is evidence-based, peer-reviewed and 
benefits from the NHS kite mark. While information about local NHS 
services is available only on those in England, the rest of the site's 
content, including fact sheets, tools, videos and more, is relevant to 
users throughout the UK, and beyond. 

Chaplin et al., 
2012, UK 

To discuss a self-
management initiative 
specifically for people 
with long-term neuro-
logical conditions such 
as stroke, PD and 
multiple sclerosis, to 
describe the Hertford-
shire programme pro-
gramme, and discuss 
the implications for 
service providers and 
future research. 

 Overview of the 
evidence for the 
effectiveness of 
self-management 
interventions. 

The Hertfordshire programme which was developed in collaboration 
with service users and carers is innovative and has the potential to 
improve self-efficacy and health outcomes for people with multiple 
sclerosis, PD and stroke. However, there is a need for a robust evalua-
tion to assess whether initial indications are valid, and whether the 
programme, as a relatively resource-intensive intervention, is cost-
effective. 

Fincher et al., 
2009, USA 

To evaluate the use-
fulness and usability 
of follow-up telehealth 
medication counseling 
with a sample of 
community-based PD 
patients. 

Three treatment 
groups (n = 25 
each) -in-
person, tele-
phone, and vid-
eophone - over 
time at 3- and 6-
month intervals. 

Sociodemographic 
data collection, 
questionnaires (36 
returned) and free 
comments from 
patients. Descrip-
tive statistics, inde-
pendent sample t 
tests and qualitative 
text analysis. 

Technology that is embedded into a process of care such as a medica-
tion follow-up counseling session can be designed to measure program 
effectiveness, quality of care, and patient outcomes. Videophone 
counseling is an effective modality for imparting patient skills of medi-
cation self-management and is a tool nurses should consider imple-
menting in their practice to solve workplace challenges. 
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Heisters, 
2007, UK 

To highlight the need 
of effective communi-
cation between PD 
patients and care 
team. 

A case study. Retrospective de-
scription. 

The Parkinson’s Disease Society provides resources for healthcare 
professionals to help make communicating with people with Parkin-
son's more effective. These include the PD Atlas to help clinicians ex-
plain the condition to patients. Another tool is the DVD, 'Being There', 
which features interviews with people with PD and medical experts. 
Improving communication in all contact with patients with PD should be 
something we all strive for. 

Noble, 2007, 
UK 

To describe the signs 
and symptoms of PD 
and the complications 
that arise as the con-
dition progresses. The 
complexities of medi-
cation management 
are outlined and ad-
vice is given on how 
nurses can help pa-
tients and their carers 
to manage this condi-
tion. 

 A literature review. Nurses can work within the multidisciplinary team to support people 
with PD by promoting effective self-help strategies to improve out-
comes and reduce risk of complications. Self-management strategies 
are increasingly being offered to enable patients to make the best use 
of care and treatments. 

O’Maley et al., 
2005, Australia 

To discuss appropri-
ate ways for nurses to 
provide the education 
of the persons with 
PD, their close carers 
and family. 

 A literature review. Before a medication education session, nurse activities should include 
assessment of the person with PD and their support network, devel-
opment of an appropriate education plan and subsequent implementa-
tion, followed by evaluation. An individualised teaching session guided 
by the principles of adult learning theory may provide a successful tool 
for use in the education of people with PD as well as healthcare pro-
fessionals. 

Wade et al., 
2003, UK 

To determine whether 
a programme of multi-
disciplinary rehabilita-
tion and group support 
achieves sustained 
benefit for people with 
PD or their carers. 

144 patients (71 
patients had all 
assessments). 

A randomised con-
trolled crossover 
trial comparing 
patients and carers 
who had received 
rehabilitation 4 mo 
before assessment 
with those who had 
not. 

The study neither supports individual rehabilitation combined with 
group therapy nor does it show it to be ineffective. The particular cir-
cumstances may have made it difficult to show sustained benefit. We 
believe that future studies should investigate from a clinical and eco-
nomic perspective both the content of rehabilitation, especially the 
involvement of clinical psychologists, and also varying patterns of de-
livery (for example, regular follow up and a more local, more pro-
longed, but less frequent programme of rehabilitation). 
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