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Lived Experience of the Mother’s Caring of
Adult Children with Persistent Vegetative State

Yang, Young-Mi1 - Kim, Jeung-lm2

1Department of Nursing, Backsuk University, Cheonan
2School of Nursing, Soonchunhyang University, Cheonan, Korea

Purpose: The purpose of this study was to deepen understanding the nature of the care experience by the mothers
with adult children in persistent vegetative state. Methods: Participants were 7 mothers caring for their adult children
in persistent vegetative state. Data were collected individually through in-depth interviews on their lived experiences.
Also texts were included as data from literary works, novels, movies, essays, and arts containing on patients with
persistent vegetative state and their mothers. Data were analyzed by van Manen’s phenomenological methodology.
Results: The essential themes of caring experiences of the mothers were as follows. The theme in relation to lived
time has shown as back to the past and caring experience related lived body has emerged as locked the body in
children. The theme related lived space was getting into the swamp and the theme in lived others was derived as
lonely struggle into. Conclusion: The nature of mothers’ caring experiences for adult children in persistent vegetative
state is summarized as ‘Do not off hand of hope in a locked state’. This study suggests long-term supports are neces-
sary for mothers to care persistent vegetative state children.
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Table 1. General Characteristics of Mothers and Adult Children with Persistent Vegetative State

Characteristics 1 2 3 4 5 6 7
Mother Age (yr) 49 50 69 61 50 64 64
Education University High school Elementary Elementary Elementary Elementary Elementary
Religion Buddhist ~ Protestant None Buddhist  Protestant  Protestant  Buddhist
Economical status Medium Low Medium Medium Medium Medium Medium
Caring place Home Home Hospital Hospital Home Hospital Hospital
Adult  Age (yr)/Gender 22/F 24/M 44/M 25/M 29/M 37/M 37/M
S,\};lltllflj Medical diagnosis Brain Cerebral Hypoxic Hypoxic Cerebral Brain Cerebral
PVS tumor infarction braininjury braininjury hemorrhage  tumor  hemorrhage
Period after diagnosis 8 years 7 years 17 years 9years Over4years 8months 7 months
PVS=persistent vegetative state; Elementary=elementary school.
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Table 2. Essential Themes of the Life Experience of the Mother's Caring Adult Children with Persistent Vegetative State

Essential Themes General themes
Locked the body in children (lived body)  Exhausted and sick body - A body that can not move an inch
- A body have problems here and there
- A body should take up
Body with children - Body should be your on-call staff

Getting into the swamp (lived space)

Back to the past (lived time)

Lonely struggle into (lived other)

Roller coaster not stopped

Blind spot of treatment

Taking care of baby

Sea fog covered morning

Time is medicine

Changing relationship

Love more

Pray to God

- children and bodies as one body
- Body that can’t sick

- Strong but grief
- Driven by the edge
- Lost space of life

- A clearer day after a long rainy season

- Denied by the medical institution
- A step slow response

- To face an unexpected situation
- To accept my fate

- Wander to find the answer
- Seeing the shadow of death
- Guild tripping moments

- Time to appreciate and put it down
- A precious moments together
- Moments in the hope of breathing

- Dispersion of the family members
- To see each other’s thought
- Acquaintances to go away

- The rejection to accept charity for

- Understanding eyes and facial expression only
- The importance of children must be respected
- Taking eat all that good for children

- Praying without a break
- To build on a new religion
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® What this paper adds?

vegetative state.

Summary Statement

= What is already known about this topic?
Persistent vegetative state are known as hopeless and completely dependent to others. Caring family
members with disability or disease have reported as negative experience.

The nature of mothers’ caring experiences for adult children in persistent vegetative state is
summarized as ‘Do not off hand of hope in a locked state’.

® Implications for practice, education and/or policy
This study suggests long-term supports are necessary for mothers to care adult children in persistent
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