UNIVERSITY OF
W ST. AUGUSTINE University of St Augustine for Health Sciences

FOR HEALTH SCIENCES SOAR@USA

Spring 2024 Virtual OTD Capstone Symposium OTD Capstone Symposia

Spring 4-10-2024

Occupational Impact of Caregivers in Pediatric Palliative Care

Lezlye Ramos
University of St. Augustine for Health Sciences, |.ramos1@usa.edu

Karen Park
University of St. Augustine for Health Sciences, kpark@usa.edu

Jazminne O. Arteaga
University of St. Augustine for Health Sciences, jorozcoarteaga@usa.edu

Follow this and additional works at: https://soar.usa.edu/otdcapstonesspring2024

b Part of the Occupational Therapy Commons, Palliative Care Commons, and the Pediatrics Commons

Recommended Citation

Ramos, L., Park, K., & Arteaga, J. O. (2024, April 10). Occupational Impact of Caregivers in Pediatric
Palliative Care. Poster presented at the Virtual OTD Capstone Symposium, University of St Augustine for
Health Sciences. Retrieved from https://soar.usa.edu/otdcapstonesspring2024/20

This Poster/presentation is brought to you for free and open access by the OTD Capstone Symposia at SOAR @
USA. It has been accepted for inclusion in Spring 2024 Virtual OTD Capstone Symposium by an authorized
administrator of SOAR @ USA. For more information, please contact soar@usa.edu.


https://soar.usa.edu/
https://soar.usa.edu/otdcapstonesspring2024
https://soar.usa.edu/otdcapstonesymposia
https://soar.usa.edu/otdcapstonesspring2024?utm_source=soar.usa.edu%2Fotdcapstonesspring2024%2F20&utm_medium=PDF&utm_campaign=PDFCoverPages
https://network.bepress.com/hgg/discipline/752?utm_source=soar.usa.edu%2Fotdcapstonesspring2024%2F20&utm_medium=PDF&utm_campaign=PDFCoverPages
https://network.bepress.com/hgg/discipline/1265?utm_source=soar.usa.edu%2Fotdcapstonesspring2024%2F20&utm_medium=PDF&utm_campaign=PDFCoverPages
https://network.bepress.com/hgg/discipline/700?utm_source=soar.usa.edu%2Fotdcapstonesspring2024%2F20&utm_medium=PDF&utm_campaign=PDFCoverPages
https://soar.usa.edu/otdcapstonesspring2024/20?utm_source=soar.usa.edu%2Fotdcapstonesspring2024%2F20&utm_medium=PDF&utm_campaign=PDFCoverPages
mailto:soar@usa.edu

Occupational Impact of Caregivers in

Pediatric Palliative Care

Lezlye Ramos, OTS; Karen Park, OTD, OTR/L, BCP;
Jazminne Orozco Arteaga, OTD, OTR/L
Doctor of Occupational Therapy Program

=] @] UNIVERSITYof ST. AUGUSTINE
for HEALTH SCIENCES

BACKGROUND RESULTS DISCUSSION

- Palliative care # Hospice care . : Occupations and themes/sub—themes are interconnected and have an
. Hospice: a comfort care approach for those who have a limited |ife Part|C|pant Demogl‘aphlcs (n=3) influence on the extent of occu patlonal participation among caregivers
expectancy at the end stages of a terminal illness and when Relationship to the child (n) Parent (3)
curative treatments are no longer effective or appropriate (Chow & Age (n) 25-34 (1) 35-44 (2) - Self-Care
Pickens, 2020) Gender (n) Woman (3)  The ability to acknowledge areas of help supports awareness for
« Palliative care: a care approach at any stage of a person'’s illness, Ethnicity (n) White/Caucasian (3) self-care occupations
aimed at improving the QOL of patients and family members, that Child's age (n) 0-5 (2) 11-15 (1) « Sacrificing relationships from those who do not fully understand
is provided alongside curative treatments (Eshaghian-Dorcheh et Child time receiving PPC (n) 2 years (2) 4+ (1) their needs to focus on prioritizing their self-care activities
al., 2019; Chow & Pickens, 2020). « Home Management
 Holistic family-centered approach Themes and Sub-Themes  Willingness to receive or obtain practical help supports lightening
* Improve patient/family QOL through physical, emotional, social, the caregiver load around the home
and spiritual needs FINDING TIME SACBIFICES Survey Results «  Finding time for their other children and their spouse may support
* Pediatric conditions: prematurity, birth traumas, genetic For: Self Profelssmr\ql | Please rate how much pediatric palliative care to maintain familial harmony and a sense of normalcy in the home
disorders, cancer, neurological disorders, congenital anomalies Children SOCIO'PGrtIC.IpOtIOn has affected your . . . e Health Management
(AOTA, 2023) Sonis Relationships «  Finding meaning and purpose in their child’s illness can help
] ] o o wiemEnts  ASlEss Self-Care B 0 develop a sense of direction and resiliency to navigate challenges
* Occupational Therapy in Pediatric Palliative Care Hoiis Manageinat O - Finding moments of joy helps recharge emotionally and mentally
« ACOTE and OTPF: not mentioned TRANSFORMATION MEANING AND to enjoy small celebrations and be in the present
« AOTA Position Stgtement (AOTA, 2023) I(AN[T ZEA!.ING PURPOSE Health Management N 0 . Leisure and Social Pa rticipation
* Togenerate guidance and support for OTs Acknowledge: For Child's Journey Leisure ] « The inability to find time for oneself may hinder leisure
«  Supporting caregivers= simplify caregiving tasks, problem- Help & Needs To Help Others sarticipation levels
solving, identify/prioritize desired occupations, maintain Gri.ef SGult Work I « Connecting with others in similar situations increases social
occupgational bglahce | . Shift Thoughts/Roles Social Participation I participation opportunities
* Specific to pediatrics= bonding, attachment, co-occupations, . Work
bereavement support MULTILAYERED Slep —— . o . . : : L
SUPPORT TYPES . Tg ,ori;)r/t{ze their child qng family, ,orofeSSIona/t ;ak)clr/f/ces, such as
. o ° . o e _ ¢ Practical Not at all Slightly m Somewhat Moderately m Significantly m Severely abanadoning career asplirations, are a non-negotiable
e I P P e ot . Navigting g of g and gt can i develop e
. . Physical understanding of personal limitations in the workplace
taking a toll on overall health and well-being (Boyden et al., 2022; . Sleep

Koch & Jones, 2018)
 Neglecting own needs and desires. I[dentity shift from parent to
provider = a norm (Hansson et al.,, 2023; Thomas et al., 2023)

e S ' ' ds, b fi N ire f 1 It (Bovyd
oo Sonyy Cregiver needs benetits the entire famiy unit (Boyaen Themes Quote LIMITATIONS / FUTURE DIRECTIONS

 Developing a hypervigilant mind leads caregivers to sacrifice their
own sleep needs to remain attuned to the child’s nighttime needs

For other [“we tried to offer our other daughter a normal life and so you know my L
P U RPOSE .. . children |husband was off doing things with her while | was caring for [child]” Limitations
Finding Time

*and also, just taking time for ourselves, which unfortunately we haven't Delivery of interview

. i i i i Small sample size )
The purpose of this re.sear.ch stgdy IS t.o. explore ’Fhe occupat.lonal Impact For self been able to do a whole lot of lately” P ' o questions
of caregiving for a child with a life-limiting and life-threatening . . , — = All participants were _Unintentional emphasis
condition receiving palliative care services. In child’'s | ©neofthethings | really wanted to emphasize is that | wanted her lite Survey: n=3 mothers i o fara
to mean something, | didn't want to go, | didn't want it to be quickly Interview: n=2 on the entire Tamily

journey

Meaning forgotten nor did | want it to be wasted, didn't think her life, per say [sic], impact
M ETH o DS was wasted, but | didn't want to just have this child forgot about” . .
Purpose “like this for instance, me doing a reel about how palliative care is so Future Directions

To help Important and now | can help someone else understand why it's :
Design / Analysis Participants / Recruitment others e E><am|t ne eflffﬁts of Develop and validate Explore the
« Mixed methods « Recruitment “I do not have a social life at home. | cannot go out. | cannot meet any Olc;ijusjplsgﬁc gr(f;?)zy a caregiver-centered occup.atlon;aklm |mpahc:t Otf
« Survey and interview « Social media, snowball Social friends. They do not come to me. They say that they do not want to for caregivers outcome measure caregtl\k/]eris.f roughodu
« Unobtrusive methods sample, personal connections Sacrifices ocla disturb me. | want them to come, but | cannot force anyone to do so. < lirespan
 Guided by PEOP theory They do meet up with each other, but | stay at home™
« Dedoose coding software « Participant Inclusion Criteria Slee Yes, | don't think I've had much good sleep in the last eight years,
« Braun and Clarke (2006) « Caregiver to a child P probably for various reasons, but uh, you're always on alert at this point” QR CODES
Thematic Analysis * receiving PPC <1 month h e |1have come to understand that for me, that leaving the home )
* Descriptive analysis * received PPCin thelast7 . OUINTS 1 oeriodically as a form of self-care is a necessity not a luxury” Linktree QR Code: = [m]hk>)
ears Transformation _ — deliverabl '
yed . “the important thing is to develop an awareness of your needs and to ClVEraples, resources, etc.
« Survey (n=3) « Caregiver aged 18-65 and Healing : : : :
Y Ack. Needs |strive to fulfill them in whatever way is doable, manageable, and
« Microsoft Forms  Any gender attainable for you.” Acknowledgements:
) gignﬁt%fﬁ\gcdggrmat’on * English/Spanish-speaking “there's not many other people that you can actually talk to about that Afspeilal tfzjankyou tf
) . . L it's a very special little tight community and only so many people get it my family and my mentor,
 [Interview (n=2) « Unobtrusive Methods/Criteria Connect Y 5P I Y y Y Peopied Carnie Lewis, OTD, OTR/L , CLT
. . . . Itil d not many people get it unless you go through it ' ' '
* Microsort Teams * Social media, organizational Multilayere ‘some of the most helpful ways were people who were very directive - : : : :
. Qualitative data web pages, academic search Support Types , , P Y € Peop , Y , This study involves human subjects; it has been reviewed by the IRB and
. . . : with their help, for example can | bring dinner by tonight, can | drive the dJ d tf IRB |
engines, streaming services Practical : : 0 : : eemed exemptirom approval.
Feb. 2014 - Fab. 2024 girls to band tomorrow ... things like ‘how can | help you' felt like a
= - reb burden to me, | don’t know how you can help me” l.ramosi@usa.edu
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