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Abstract
This qualitative study explored Malaysian caregivers' experiences when caring for people with Parkinson disease (PD).
Semistructured interviews (n = 10) were conducted, transcribed verbatim, and analyzed using thematic analysis. Four major
themes and 9 subthemes emerged from the challenges faced by these caregivers. The 4 themes were "communication
challenges," "coping with communication challenges," "becoming more dependent," and "reduction in social participation."
Caregivers often demonstrated poor knowledge of PD and reported communication, physical, and psychosocial impacts
affecting both them and the person with PD. To ensure the well-being of both caregivers and dependents with PD, the
communication and social participation needs of caregivers and dependents should be considered during assessment and
the planning of intervention. © 2023 Lippincott Williams and Wilkins. All rights reserved.

Author Keywords
caregiver;  experience;  impact;  interviews;  Parkinson disease

Index Keywords
adult, aged, Article, caregiver, coping behavior, female, human, interpersonal
communication, knowledge, Malaysia, male, middle aged, Parkinson disease, personal experience, qualitative
research, semi structured interview, social participation, social psychology, thematic analysis, very elderly

References
Jankovic, J.
Parkinson's disease: Clinical features and diagnosis
(2008) J Neurol Neurosurg Psychiatry, 79 (4), pp. 368-376. 

(2017) Department of Statistics Malaysia, 
Department of Statistics Malaysia, Published. Accessed August 22, 2017

Tan, L.C.S., Venketasubramanian, N., Jamora, R.D.G., Heng, D.
Incidence of Parkinson's disease in Singapore
(2007) Parkinsonism Relat Disord, 13 (1), pp. 40-43. 

Abdullah, N.N., Idris, I.B., Shamsuddin, K., Abdullah, N.M.
Health-related quality of life in Malaysian gastrointestinal cancer patients and their
family caregivers - A comparison study
(2020) Support Care Cancer, 28 (4), pp. 1891-1899. 

Choo, X.Y., Lim, S.-Y., Chinna, K.
Understanding patients' and caregivers' perspectives and educational needs in
Parkinson's disease: A multi-ethnic Asian study
(2020) Neurol Sci, 41 (10), pp. 2831-2842. 



1/3/24, 2:48 PM Scopus - Print Document

https://www.scopus.com/citation/print.uri?origin=recordpage&sid=&src=s&stateKey=OFD_1729984539&eid=2-s2.0-85166267355&sort=&clicked… 2/3

Tan, S.B., Williams, A.F., Morris, M.E.
Experiences of caregivers of people with Parkinson's disease in Singapore: A
qualitative analysis
(2012) J Clin Nurs, 21 (15-16), pp. 2235-2246. 

Chu, S.Y., Barlow, S.M., Lee, J., Wang, J.
Effects of utterance rate and length on the spatiotemporal index in Parkinson's
disease
(2020) Int J Speech Lang Pathol, 22 (2), pp. 141-151. 

Sun, Y., Iwagami, M., Watanabe, T.
Factors associated with psychological distress in family caregivers: Findings from
nationwide data in Japan
(2021) Geriatr Gerontol Int, 21 (9), pp. 855-864. 

Martinez-Martin, P., Rodriguez-Blazquez, C., Forjaz, M.J.
Neuropsychiatric symptoms and caregiver's burden in Parkinson's disease
(2015) Parkinsonism Relat Disord, 21 (6), pp. 629-634. 

Ertl, M.M., Trapp, S.K., González Arredondo, S., Rodríguez Agudelo, Y., Arango-Lasprilla,
J.C.
Perceived stress, resilience, and health-related quality of life among Parkinson's
disease caregivers in Mexico
(2019) Health Soc Care Community, 27 (5), pp. 1303-1310. 

Mosley, P.E., Moodie, R., Dissanayaka, N.
Caregiver burden in Parkinson disease: A critical review of recent literature
(2017) J Geriatr Psychiatry Neurol, 30 (5), pp. 235-252. 

(2002) Towards A Common Language for Functioning, Disability and Health: ICF the
International Classification of Functioning, Disability and Health, 
World Health Organization, Geneva, Switzerland: World Health Organization

Hsieh, S., Huang, L., Hsieh, T., Lin, C., Hsu, C., Yang, Y.
Behavioral and psychological symptoms in institutional residents with dementia in
Taiwan
(2021) Geriatr Gerontol Int., 21 (8), pp. 718-724. 

Tan, S.-B., Williams, A.F., Tan, E.-K., Clark, R.B., Morris, M.E.
Parkinson's disease caregiver strain in Singapore
(2020) Front Neurol, 11, p. 455. 

Hyeeun, S., Youn, J., Kim, J.S., Lee, J.Y., Cho, J.W.
Caregiver burden in Parkinson disease with dementia compared to Alzheimer
disease in Korea
(2012) J Geriatr Psychiatry Neurol, 25 (4), pp. 222-226. 

Dekawaty, A., Malini, H., Fernandes, F.
Family experiences as a caregiver for patients with Parkinson's disease: A
qualitative study
(2019) J Res Nurs, 24 (5), pp. 317-327. 

Ar, Y., Karanci, A.N.
Turkish adult children as caregivers of parents with Alzheimer's disease:
Perceptions and caregiving experiences
(2019) Dementia, 18 (3), pp. 882-902. 

Habermann, B., Davis, L.L.
Lessons learned from a Parkinson's disease caregiver intervention pilot study
(2006) Appl Nurs Res, 19 (4), pp. 212-215. 



1/3/24, 2:48 PM Scopus - Print Document

https://www.scopus.com/citation/print.uri?origin=recordpage&sid=&src=s&stateKey=OFD_1729984539&eid=2-s2.0-85166267355&sort=&clicked… 3/3

Johansson, I.-L., Samuelsson, C., Müller, N.
Patients' and communication partners' experiences of communicative changes in
Parkinson's disease
(2020) Disabil Rehabil, 42 (13), pp. 1835-1843. 

Shulman, L.M., Taback, R.L., Rabinstein, A.A., Weiner, W.J.
Non-recognition of depression and other non-motor symptoms in Parkinson's
disease
(2002) Parkinsonism Relat Disord, 8 (3), pp. 193-197. 

Takahashi, K., Kamide, N., Suzuki, M., Fukuda, M.
Quality of life in people with Parkinson's disease: The relevance of social
relationships and communication
(2016) J Phys Ther Sci, 28 (2), pp. 541-546. 

Yorkston, K., Baylor, C., Britton, D.
Speech versus speaking: The experiences of people with Parkinson's disease and
implications for intervention
(2017) Am J Speech Language Pathol, 26 (2 S), pp. 561-568. 

Weir, S., Samnaliev, M., Kuo, T.
Short-and long-term cost and utilization of health care resources in Parkinson's
disease in the UK
(2018) Mov Disord, 33 (6), pp. 974-981. 

(2017), 
LSVT Global, Published. Accessed August 22, 2017

Parkinson's Disease Quality Measurement Set Update, 
American Academy of Neurology, Minneapolis, MN: American Academy of Neurology

(2017) Parkinson's Disease in Adults; NICE Guideline [NG71], 
National Institute for Health and Care Excellence, London, England: National Institute for
Health and Care Excellence

Grimes, D., Fitzpatrick, M., Gordon, J.
Canadian guideline for Parkinson disease
(2019) CMAJ, 191 (36), pp. E989-E1004. 

Ramig, L., Halpern, A., Spielman, J., Fox, C., Freeman, K.
Speech treatment in Parkinson's disease: Randomized controlled trial (RCT)
(2018) Mov Disord, 33 (11), pp. 1777-1791. 

Correspondence Address
Chu S.Y.; Faculty of Health Sciences, Jalan Raja Muda Abdul Aziz, Malaysia; email: chushinying@ukm.edu.my

Publisher: Lippincott Williams and Wilkins

ISSN: 08827524
CODEN: TGREE
Language of Original Document: English
Abbreviated Source Title: Top. Geriatr. Rehabil.
2-s2.0-85166267355
Document Type: Article
Publication Stage: Final
Source: Scopus

Copyright © 2024 Elsevier B.V. All rights reserved. Scopus® is a registered
trademark of Elsevier B.V.


