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Abstract 

Cerebral palsy is one of the chronic conditions which have become a serious 

health burden worldwide. Consequently, this health burden involves healthcare 

as a whole, regardless of whether the foclls is on the macro or micro system. 

Glaserian grounded theory was employed to explore and explain the experiences 

of famil ies who have a child with cerebral palsy, particularly in the Thai cultural 

context. Unstructured interviews and participant observations were used along 

the process of data col lection from 15 famil ies who have a child with cerebral 

palsy. Data encompassed a variety of quali tative data sources :  interviews, 

observational field notes, personal documents, pictures, drawings, and 

infomlation from a l i terature review. The process of data analysis was guided by 

Glaserian grounded theory throughout the processes of constant comparative 

analysis to generate a substantive theory. The substantive theory comprised three 

core categories: Enduring despair, culture of obligation and responsibility 

and living with, which were integrated into the basic social psychological 

process of never-ending caring. The metaphor of a waterwheel was used to 

depict the basic process. The substantive theory of never-ending caring for a 

child with cerebral palsy provided an explicit understanding of the experiences 

of these fami lies in day-to-day l iving with, and care of, a child with cerebral 

palsy. It is hoped that this understanding wi l l  be a consti tuent of health care -

particularly of people  with chronic conditions, whereby the practice of healthcare 

professionals wi l l  improve, thus enhancing the efforts of their work to achieve 

the ultimate goal of improving the quality of l ife of chi ldren with cerebral palsy 

and their famil ies.  
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Preface 

The research topic for this thesis  was born from my experience as a Neonatal 

Intensive Care Unit nurse. As a N ICU nurse, I played an important role in taking 

care of newborn babies who needed special care of respiratory, fluid and 

electrolyte management, glucose management, infection control and temperature 

control . Besides the c l inical care of babies, I also supported their famil ies, 

including parents and grandparents, both at an emotional level and in the 

provis ion of information. 1 explained to the fami ly the baby's c l inical condition 

and what treatment he/she was receiving as they, on behalf of the baby, had the 

right to know the information. Eventually, the happy time would come when 

babies were discharged to go home with their parents. All health professionals 

were proud of their contribution to caring for the babies. I t  is  a wonderful 

moment in time to see babies go home with their fami l ies after they had spent 

lengthy periods in hospital since they were born. 1 hold vivid memories about 

these specia l  moments, when parents and grandparents had big smiles on their 

faces. 

1 tried to meet the goals of neonatal intens ive care - firstly to try to save a l l  

babies' l ives as well as  to prevent as  far as  possible, any complications which 

might occur to them during their treatment. The l ives of some babies, who had 

severe health conditions such as hypoxia, respiratory distress syndrome, 

prematurity, very low birth weight, hypoglycaemia, and congenital abnormalities 

such as hydrocephalus, meningitis, spina bifida, were able to be saved. However, 

they sometimes had unavoidable complications such as Retinopathy of 

prematurityl ( ROP) .  I have a c lear memory regarding one case of hydrocephalus; 

1 Retinopathy of prematurity ( ROP) is oxygen toxicity in the premature baby who has body 

weight < I kg and gestat ional age < 28 wks; this is the most common morbidity in the premature 

baby (Enzman Hagedom, Gardner, Dickey, & Abman, 2006). 
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we were very concerned about the future of the baby. I discussed with my 

col leagues the quality of l ife of the baby and his parents. How could he survive 

without his parents? The discharge time of this case was total ly different from 

the first ones whereby we were concerned about how the family would take care 

of the baby. I fel t  quite ambivalent about the outcome of our work as nurses and 

feel ings of sadness remain with me today. 

That experience inspired me to research what is going on in  the fami lies who 

have a chi l d  with a chronic health condition after the hospital discharge. 

Prematurity and very low birth weight infants have a high risk for neonatal and 

infantile mortality and morbidity ( Gardner, Johnson, & Lubchenco ,  2006), in 

which cerebral palsy is  one of these consequences. This serious complication 

requires long-term care from many persons who are relevant to the chi ld such as 

health professionals, non-health professionals and their famil ies .  Thus this study 

focuses on the experience of families with a chi ld with cerebral palsy, in the Thai 

context. 




