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Delivering healthcare to people living with Parkinson’s disease (PD) may be challenging in face of changing care needs
during a PD journey and a growing complexity. In this regard, integrative and personalized care models may foster flexible
solutions to patients’ care needs whereas Parkinson Nurses (PN) may be pivotal facilitators. However, existing training
frameworks do not include aspects of personalized care for PD although there is a great deal of literature on patient needs
and the resulting care requirements. The conceptualization of a need-based training framework may thus be achieved by
synthesizing theoretical concepts on care priorities from existing literature. Following, a novel framework for training PN is
presented, which is based on a line of reasoning. In this approach, different hypotheses are formulated which then are
integrated into a proposed model.
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| 1. The importance of training Parkinson Nurses for personalized care

Parkinson's disease is the most common movement disorder and affects more than half a million Americans with a
national annual cost of more than almost six billion dollars annually.lll The complexity of PD implies specific requirements
for the design and delivery of care. Nevertheless, to date, personalized care delivery models are rare [&. While it has been
shown that integrated and multidisciplinary care delivery models following a personalized care approach have positive
implications for persons living with PD (PwPs), care partners and care providers, their implementation is difficult due to
several reasons [Z84] When it comes to delivering personalized care approaches, Parkinson Nurses (PN) may be pivotal
facilitators. There is a scientific consensus that PNs will take a significant and prominent role in integrated, patient-
centered home-/and community-based care in the future 5. The PN is widely considered to be an important primary point
of contact for PwPs and care partner alike. PNs are also recognized to be very helpful in the role of a multidisciplinary
care team coordinator 8. When PNs are available to provide home-based care, it has been shown that patients’ quality of
life improves I8l Also, the importance of professional education can be identified in both theoretical and intervention-
based models . Globally, there are various definitions and descriptions not only of the PNs role in the care team but
there are also multiple approaches on the training of PNs. Even though specialized training for PN on the delivery of
personalized care services has been recommended 1%, no framework has been proposed yet and existing curricular do
not explicitly incorporate it. The proposed training framework for PN was derived from reviewing the specific requirements
for the design and delivery of personalized care in PD.

2. Presenting a novel Framework for training Parkinson Nurses for
personalized care

A detailed description of the reviewed literature and the line of argument can be found in the publication itself [11. Based
on the review of conceptual models, the following requirements to a training framework for PNs were identified:

1. PN ought to be competent to identify needs and preferences. Additionally, they must be able to decide their implications
for the care plan.

2. PN require training in communicating with patients and care partners

3. PNs, as part of the professional care team, should be able to design and implement a flexible routine network of
service providers to support patients and their care partner in inpatient and outpatient settings.

4. The quality of care provided by PN may be influenced by specific training in the coordination of different stakeholders in
the health care system and knowledge about local healthcare resources. Thus, PN should be trained to map available
community resources and navigate PwPs towards them.

5. In order to advise and assist patients properly, an understanding of the disease and its complexity is indispensable,
making it an essential part of a PN training. Considering the Knowledge Translation Framework, we propose that a PN



training should include aspects of motivational interviewing22 in order to facilitate knowledge use .

6. Education on telemedicine should be incorporated whenever possible and applicable.

In summary, PNs should be trained in three central aspects in order to deliver a personalized care approach: i.

understanding PD, ii. health coaching and iii. delivering comprehensive care. These aspects form the framework of the PN

training displayed in Table 1.

Module Topic Components Goals

Understanding Parkinson’s disease

symptoms and care requirements Acquire fundamental knowledge
1 Understanding Parkinson’s Parkinson’s disease stages and care about PD and management

disease needs principles of motor and non-motor
Aspects of Parkinson’s disease symptoms
management
« Clinical assessments for people living

with Parkinson’s disease and care

partners and their implications for care

requirements Acquire skills and knowledge to

. + Acquire understanding of what’s assess patient-outcomes and

2 Being a health coach

important when managing Parkinson’s
disease in a day-to-day practice and at

identify personal care
requirements

home
« Aspects of clinical conversations

(identifying care priorities etc.)

« Acquiring an overview of local care
resources and important contact
points for people living with
Parkinson’s disease and care partner

» Building a local care network

Aspects of care delivery for Acquire knowledge about

people living with available local care resources and

3 » Conversation training to motivate

Parkinson’s disease and . methods to motivate patients and
patients and care partners

care partner care partners to use them

» Delivering self-management support
based on the 5-As

» Learning about the role of care
partners as support person

« Adapted to the specific technology

« Identify role of technology in care
model: online monitoring, self-
management support, enhance

. Acquire knowledge about the
4 Telemedicine
technology

communication

Note: the modules and their components are elaborated in detail can be found in the publication itself (L1,

| 3. Aspects to consider when implementing the framework

When it comes to educating PN, a variety of training pathways exist in various countries. Also, the recognition of nurses
as important care coordinators differs. As it has been stated elsewhere, funding mechanisms and the structure of
healthcare systems play an important task for defining a nurse’s role 231, This is also reflected in different education
programs. Therefore, it is necessary to address country-specific requirements when implementing the framework. Also,
the structure of healthcare systems affects the availability of resources, which is why a sound understanding of the overall
context is essential for implementing the framework presented here. We emphasize that module 3 of the framework
should be adjusted to the country-specific context. Future research may aim to further define this module and adapting it
to a country-specific context. For countries with extensive training opportunities and high resources, such as the United
States (131, we suggest, that single modules of the proposed training framework could be implemented in the basic training
of nurses as a prerequisite for later specialization in the field. This would enable nurse students to better understand PD



and prepare them to be empowered nursing advocates for PwPs in inpatient and outpatient settings. For countries, where
the profession of PN is less well developed, such as Germany 24113l the framework may be fully implemented and also be
utilized to build an agenda for future research on how the role of PN can be strengthened.

When implementing the framework into pratice, one might face challenges and barriers. In some countries, the PN has
been an integral part of the multidisciplinary care team for a long time 22, while in others PN are not present in every care
team [I4 Alsp, it is necessary to clarify funding issues for implementing the framework and hire staff, such as
experienced PN, to deliver the framework. Additionally, the lack of certification of such training could be another barrier
(141 However, the framework introduced here may represent a crucial step towards a universal consensus on certification.

Concerning the fourth module, the framework is deliberately kept open. Telemedicine represents an increasingly studied
and apparently beneficial instrument for the provision of medical care to the chronically ill. REIRAMRS However,
telemedicine must always be evaluated in the context of its application, i.e., the technical prerequisites for widespread use
must also be accessible to individual patients 22, Therefore, telemedicine is not yet part of this framework, but we strongly
encourage its future integration. Due to the emerging possibility of remote patient monitoring (i.e., smart glasses, smart
beds or wearables 29[21)) we emphasize future research on up-to-date tech-based home-based care solutions and the
future role a PN may hold in this scenario of increasingly tech-based medical and social care delivery. This demand would
also meet the need of care approaches to not only being responsive to specific care situations but to incorporate proactive
elements, such as the utilization of telemedicine €],

References

1. Summer Carnett Martin; Summer Carnett; Psychosocial Challenges Experienced by Partners of People With Parkinson
Disease. J. Neurosci. Nurs. 2015, 47, 211-222, .

2. Roopa Rajan; Laura Brennan; Bastiaan R. Bloem Md; Nabila Dahodwala; Joan Gardner; Jennifer G. Goldman; David
A. Grimes; Robert lansek; Norbert Kovacs Md; Jennifer McGinley; et al. Integrated Care in Parkinson's Disease: A
Systematic Review and Meta-Analysis. Movement Disorders 2020, 35, 1509-1531, 10.1002/mds.28097.

3. Danique L. M. Radder; Nienke M. De Vries; Niels P. Riksen; Sarah J. Diamond; Ditza Gross; Daniel R. Gold; John
Heesakkers; Emily Henderson; Adrianus L. A. J. Hommel; Herma H. Lennaerts; et al. Multidisciplinary care for people
with Parkinson’s disease: the new kids on the block!. Expert Review of Neurotherapeutics 2019, 19, 145-157, 10.1080/
14737175.2019.1561285.

4. Marjolein A van der Marck; Marten Munneke; Wim Mulleners; Edo M Hoogerwaard; George F Borm; Sebastiaan
Overeem; Bastiaan R Bloem; Integrated multidisciplinary care in Parkinson's disease: a non-randomised, controlled
trial (IMPACT). The Lancet Neurology 2013, 12, 947-956, 10.1016/s1474-4422(13)70196-0.

5. Bastiaan R Bloem; Emily Henderson; E Ray Dorsey; Michael S Okun; Njideka Okubadejo; Piu Chan; John Andrejack;
Sirwan K L Darweesh; Marten Munneke; Integrated and patient-centred management of Parkinson's disease: a
network model for reshaping chronic neurological care. The Lancet Neurology 2020, 19, 623-634, 10.1016/s1474-4422
(20)30064-8.

6. Bastiaan R Bloem; Michael S Okun; Christine Klein; Parkinson's disease. The Lancet 2021, 397, 2284-2303, 10.1016/s
0140-6736(21)00218-x.

7. Christopher A. Beck; Denise B. Beran; Kevin M. Biglan; Cynthia M. Boyd; E. Ray Dorsey; Peter N. Schmidt; Richard
Simone; Allison Willis; Nicholas B. Galifianakis; Maya Katz; et al. National randomized controlled trial of virtual house
calls for Parkinson disease. Neurology 2017, 89, 1152-1161, 10.1212/wnl.0000000000004357.

8. Jori Fleisher; William Barbosa; Meghan M. Sweeney; Sarah E. Oyler; Amy Lemen; Arash Fazl; Mia Ko; Talia Meisel;
Naomi Friede; Geraldine Dacpano; et al. Interdisciplinary Home Visits for Individuals with Advanced Parkinson's
Disease and Related Disorders. Journal of the American Geriatrics Society 2018, 66, 1226-1232, 10.1111/jgs.15337.

9. Catharina Sjédahl Hammarlund; Albert Westergren; Ingrid Astrém; Anna-Karin Edberg; Peter Hagell; The Impact of
Living with Parkinson’s Disease: Balancing within a Web of Needs and Demands. Parkinson's Disease 2018, 2018, 1-
8,10.1155/2018/4598651.

10. Herma Lennaerts; Marieke Groot; Berna Rood; Koen Gilissen; Hella Tulp; Erik van Wensen; Marten Munneke; Teus
van Laar; Bastiaan R. Bloem; A Guideline for Parkinson’s Disease Nurse Specialists, with Recommendations for
Clinical Practice. Journal of Parkinson's Disease 2017, 7, 749-754, 10.3233/JPD-171195.

11. Marlena van Munster; Johanne Stiimpel; Franziska Thieken; David Pedrosa; Angelo Antonini; Diane C6té; Margherita
Fabbri; Joaquim Ferreira; EvZzen RdZicka; David Grimes; et al. Moving towards Integrated and Personalized Care in



12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

Parkinson’s Disease: A Framework Proposal for Training Parkinson Nurses. Journal of Personalized Medicine 2021,
11, 623, 10.3390/jpm11070623.

Stephen Rollnick; William R. Miller; What is Motivational Interviewing?. Behavioural and Cognitive Psychotherapy
1995, 23, 325-334, 10.1017/s135246580001643X.

Monica Bianchi; Annamaria Bagnasco; Valentina Bressan; Michela Barisone; Fiona Fiona Timmins PhD, MSc, MA,
FFNRCSI, BNS, BSc (Open Health & Social Care), BA (Open), RNT; Silvia Rossi; Ramona Pellegrini; Giuseppe Aleo;
Loredana Sasso; A review of the role of nurse leadership in promoting and sustaining evidence-based practice. Journal
of Nursing Management 2018, 26, 918-932, 10.1111/jonm.12638.

Tino Prell; Frank Siebecker; Michael Lorrain; Lars Tonges; Tobias Warnecke; Jochen Klucken; Ingmar Wellach;
Carsten Buhmann; Martin Wolz; Stefan Lorenzl; et al. Specialized Staff for the Care of People with Parkinson’s Disease
in Germany: An Overview. Journal of Clinical Medicine 2020, 9, 2581, 10.3390/jcm9082581.

Heidi Reynolds; Jenifer Wilson-Barnett; Gerald Richardson; Evaluation of the role of the Parkinson’s disease nurse
specialist. International Journal of Nursing Studies 2000, 37, 337-349, 10.1016/s0020-7489(00)00013-4.

Hilla Benpazi; the International Parkinson and Movement Disorder Society Telemedicine Task Force; Patrick Browne; P.
Chan; E. Cubo; M. Guttman; A. Hassan; J. Hatcher-Martin; Z. Mari; Emile Moukheiber; et al. The Promise of
Telemedicine for Movement Disorders: an Interdisciplinary Approach. Current Neurology and Neuroscience Reports
2018, 18, 26, 10.1007/s11910-018-0834-6.

E. Ray Dorsey; Vinayak Venkataraman; Matthew J. Grana; Michael T. Bull; Benjamin George; Cynthia M. Boyd;
Christopher A. Beck; Balaraman Rajan; Abraham Seidmann; Kevin M. Biglan; et al. Randomized Controlled Clinical
Trial of “Virtual House Calls” for Parkinson Disease. JAMA Neurology 2013, 70, 565-570, 10.1001/jamaneurol.2013.12
3.

E. Ray Dorsey; Michael S. Okun; Bastiaan R. Bloem; Care, Convenience, Comfort, Confidentiality, and Contagion: The
5 C’s that Will Shape the Future of Telemedicine. Journal of Parkinson's Disease 2020, 10, 893-897, 10.3233/jpd-2021
09.

Martina Chirra; Luca Marsili; Linsdey Wattley; Leonard Sokol; Elizabeth Keeling; Simona Maule; Gabriele Sobrero;
Carlo Alberto Artusi; Alberto Romagnolo; Maurizio Zibetti; et al. Telemedicine in Neurological Disorders: Opportunities
and Challenges. Telemedicine and e-Health 2019, 25, 541-550, 10.1089/tm;j.2018.0101.

Mariana H.G. Monje; Guglielmo Foffani; José Obeso; Alvaro Sanchez-Ferro; New Sensor and Wearable Technologies
to Aid in the Diagnosis and Treatment Monitoring of Parkinson's Disease. Annual Review of Biomedical Engineering
2019, 21, 111-143, 10.1146/annurev-bioeng-062117-121036.

Joaquim J. Ferreira; Catarina Godinho; Ana T. Santos; Josefa Domingos; Daisy Abreu; Raquel Lobo; Nilza Gongalves;
Marcio Barra; Frank Larsen; @yvind Fagerbakke; et al. Quantitative home-based assessment of Parkinson’s
symptoms: The SENSE-PARK feasibility and usability study. BMC Neurology 2015, 15, 1-7, 10.1186/s12883-015-0343-
Z.

Retrieved from https://encyclopedia.pub/entry/history/show/110555



