
 

 Page 1 of 3  

1 Literature review articles 

1. Ainamani HE, Alele PE, Rukundo GZ, Maling S, Wakida EK, Obua C, Tsai AC. Caring for people with 

dementia in rural Uganda: qualitative study of caregiving burden experienced by informal and 

formal caregivers. J Glob Health Rep. 2020;4:e2020038. doi: 10.29392/001c.12848. Epub 2020 

Jun 16. PMID: 33043153; PMCID: PMC7544160. 

2. Al Nazly, Eman. (2014). The Burdens On Caregivers Of Patients Above 65 Years Old Receiving 

Hemodialysis: A Qualitative Study. Health Care : Current Reviews. 02. 10.4172/hccr.1000118.  

3. Alshammari, Bushra & Noble, Helen & Mcaneney, Helen & Alshammari, Farhan & O'Halloran, 

Peter. (2023). Caregiver Burden in Informal Caregivers of Patients in Saudi Arabia Receiving 

Hemodialysis: A Mixed-Methods Study. Healthcare. 11. 366. 10.3390/healthcare11030366.  

4. Arian M, Younesi S J, Khanjani M S. Explaining the Experiences and Consequences of Care Among 

Family Caregivers of Patients with Cancer in the Terminal Phase: A Qualitative Research. Int J 

Cancer Manag. 2017;10(10):e10753. https://doi.org/10.5812/ijcm.10753.  

5. Ateş G, Ebenau AF, Busa C, Csikos Á, Hasselaar J, Jaspers B, Menten J, Payne S, Van Beek K, Varey 

S, Groot M, Radbruch L. "Never at ease" - family carers within integrated palliative care: a 

multinational, mixed method study. BMC Palliat Care. 2018 Mar 1;17(1):39. doi: 10.1186/s12904-

018-0291-7. PMID: 29490657; PMCID: PMC5831577.  

6. Bijnsdorp, F.M., Onwuteaka-Philipsen, B.D., Boot, C.R.L. et al. Caregiver’s burden at the end of life 

of their loved one: insights from a longitudinal qualitative study among working family 

caregivers. BMC Palliat Care 21, 142 (2022). https://doi.org/10.1186/s12904-022-01031-1  

7. Caunca MR, Simonetto M, Hartley G, Wright CB, Czaja SJ. Design and Usability Testing of the 

Stroke Caregiver Support System: A Mobile-Friendly Website to Reduce Stroke Caregiver Burden. 

Rehabil Nurs. 2020 May/Jun;45(3):166-177. doi: 10.1097/RNJ.0000000000000196. PMID: 

30418319; PMCID: PMC6506410.  

8. De Korte-Verhoef MC, Pasman HR, Schweitzer BP, Francke AL, Onwuteaka-Philipsen BD, Deliens 

L. Burden for family carers at the end of life; a mixed-method study of the perspectives of family 

carers and GPs. BMC Palliat Care. 2014 Mar 31;13(1):16. doi: 10.1186/1472-684X-13-16. PMID: 

24678941; PMCID: PMC3974231.  

9. Gater A, Rofail D, Tolley C, Marshall C, Abetz-Webb L, Zarit SH, Berardo CG. "Sometimes It's 

Difficult to Have a Normal Life": Results from a Qualitative Study Exploring Caregiver Burden in 

Schizophrenia. Schizophr Res Treatment. 2014;2014:368215. doi: 10.1155/2014/368215. Epub 

2014 Apr 3. PMID: 24864209; PMCID: PMC4016854.  

10. Geerlings, A.D., Kapelle, W.M., Sederel, C.J. et al. Caregiver burden in Parkinson’s disease: a 

mixed-methods study. BMC Med 21, 247 (2023). https://doi.org/10.1186/s12916-023-02933-4  

11. Gonzalez-Lara LE, Munce S, Christian J, Owen AM, Weijer C, Webster F. The multiplicity of 

caregiving burden: a qualitative analysis of families with prolonged disorders of consciousness. 



 

 Page 2 of 3  

Brain Inj. 2021 Jan 18;35(2):200-208. doi: 10.1080/02699052.2020.1865565. Epub 2021 Jan 1. 

PMID: 33385307.  

12. Johansson H, Berterö C, Jonasson LL, Berg K. The experience of caregiver burden when being next 

of kin to a person with severe chronic obstructive pulmonary disease: A qualitative study. Chron 

Respir Dis. 2023 Jan-Dec;20:14799731231168897. doi: 10.1177/14799731231168897. PMID: 

37042067; PMCID: PMC10107968.  

13. Kirby E, van Toorn G, Lwin Z. Routines of isolation? A qualitative study of informal caregiving in 

the context of glioma in Australia. Health Soc Care Community. 2022 Sep;30(5):1924-1932. doi: 

10.1111/hsc.13571. Epub 2021 Sep 16. PMID: 34528743.  

14. Kochuvilayil, A., Varma, R.P. Understanding caregiver burden and quality of life in Kerala’s primary 

palliative care program: a mixed methods study from caregivers and providers’ perspectives. Int 

J Equity Health 23, 92 (2024). https://doi.org/10.1186/s12939-024-02155-x  

15. Krutter S, Schaffler-Schaden D, Essl-Maurer R, Wurm L, Seymer A, Kriechmayr C, Mann E, 

Osterbrink J, Flamm M. Comparing perspectives of family caregivers and healthcare professionals 

regarding caregiver burden in dementia care: results of a mixed methods study in a rural setting. 

Age Ageing. 2020 Feb 27;49(2):199-207. doi: 10.1093/ageing/afz165. PMID: 31875879; PMCID: 

PMC7047818.  

16. Lee KC, Yiin JJ, Chao YF. Development of an Experience-Based Caregiver Burden Scale in Advanced 

Cancer. Cancer Nurs. 2016 Jan-Feb;39(1):12-9. doi: 10.1097/NCC.0000000000000230. PMID: 

25629895.  

17. Murray S A, Kendall M, Boyd K, Grant L, Highet G, Sheikh A et al. Archetypal trajectories of social, 

psychological, and spiritual wellbeing and distress in family care givers of patients with lung 

cancer: secondary analysis of serial qualitative 

interviews BMJ 2010; 340 :c2581 doi:10.1136/bmj.c2581  

18. Quadrado L, Mogul D, Gurevich A, Gallop K, de Freitas HM, Sussex AK, Dixon C, Taylor A, Howard 

R. Patient and Caregiver Burden Associated with Caring for a Child with Alagille Syndrome: Mixed-

Methods Development of Health State Vignettes. Value in Health, Volume 25, Issue 12, S438-

S439.  

19. Sabina Vatter, Kathryn R McDonald, Emma Stanmore, Linda Clare, Sheree A McCormick, Iracema 

Leroi, A qualitative study of female caregiving spouses’ experiences of intimate relationships as 

cognition declines in Parkinson’s disease, Age and Ageing, Volume 47, Issue 4, July 2018, Pages 

604–610, https://doi.org/10.1093/ageing/afy049  

20. Saeed S, Malik MGR, Khan MH, Malik SAR, Aziz B. Care for the caregiver: an exploration of 

caregiver burden of children with chronic medical conditions at a tertiary care hospital in Karachi, 

Pakistan - a mixed-methods study. BMJ Open. 2024 May 22;14(5):e083088. doi: 

10.1136/bmjopen-2023-083088. PMID: 38777589; PMCID: PMC11116860.  



 

 Page 3 of 3  

21. Shih WM, Hsiao PJ, Chen ML, Lin MH. Experiences of family of patient with newly diagnosed 

advanced terminal stage hepatocellular cancer. Asian Pac J Cancer Prev. 2013;14(8):4655-60. doi: 

10.7314/apjcp.2013.14.8.4655. PMID: 24083720.  

22. Stabile C, McCready T, Ancker JS, Pusic A, Temple LKF, Vickers A, Simon B, Ashby C, Carter J. A 

qualitative analysis of caregiver burden during the recovery process in ambulatory cancer surgery. 

Support Care Cancer. 2022 Jul;30(7):5713-5721. doi: 10.1007/s00520-022-06991-x. Epub 2022 

Mar 23. PMID: 35318529; PMCID: PMC10107336.  

23. Strang S, Osmanovic M, Hallberg C, Strang P. Family Caregivers' Heavy and Overloaded Burden in 

Advanced Chronic Obstructive Pulmonary Disease. J Palliat Med. 2018 Dec;21(12):1768-1772. doi: 

10.1089/jpm.2018.0010. Epub 2018 Aug 17. PMID: 30118371.  

24. Wong EL, Lau JY, Chau PY, Chung RY, Wong SY, Woo J, Yeoh EK. Caregivers' Experience of End-of-

Life Stage Elderly Patients: Longitudinal Qualitative Interview. Int J Environ Res Public Health. 2022 

Feb 13;19(4):2101. doi: 10.3390/ijerph19042101. PMID: 35206288; PMCID: PMC8871572.  

25. Wright KB, Bylund CL, Bagautdinova D, Vasquez TS, Sae-Hau M, S Weiss E, Rajotte M, Fisher CL. 

Caring for an Individual with Chronic Lymphocytic Leukemia (CLL): Understanding Family 

Caregivers' Perceptions of Social Support, Caregiver Burden, and Unmet Support Needs. J Cancer 

Educ. 2024 Apr;39(2):180-185. doi: 10.1007/s13187-023-02392-8. Epub 2023 Dec 5. PMID: 

38049567.  

26. Zhang Y, Zhang S, Liu C, Chen X, Ding Y, Guan C, Hu X. Caregiver burden among family caregivers 

of patients with advanced cancer in a palliative context: A mixed-method study. J Clin Nurs. 2023 

Nov;32(21-22):7751-7764. doi: 10.1111/jocn.16872. Epub 2023 Sep 14. PMID: 37706353.  


