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STUDY II.  PERCEPTIONS OF THE SPOUSE


 We examined health status and each person’s perception of QOL. of 39 couples who survived to Yr. 5.


Findings demonstrated that:


1.  Spouses tended to underestimate the impairments and functional limitations of the patient with PD.


2. Quality of life was rated more highly higher among spouses (92.3%) than by patients (72.4%), p=0.04). 


3.  But patients rated time spent with spouse more highly than did the spouse. 100% of patients rated time spent with spouse as excellent/very good  but only 66.7% of the spouses rated the time spent as excellent/very good (p=0.0005).





BACKGROUND


PD is a chronic progressive disorder of older adults with cardinal signs of rigidity, tremor, bradykinesia, postural instability.  


In addition, a significant number of individuals may have cognitive decline (e.g., short and long term memory), depression, fatigue, and pain.


Relatively little is known about the cognitive decline, depression, fatigue and pain or about the impact of PD on the quality of life (QOL) of the individual and his or her family.


 In 1995, we began a longitudinal examination of the cost of PD, focusing on economic as well as personal costs of the disease.  [1,2]


1) Whetten-Goldstein et al, J Am Geriatr Soc 1997;45:844-849


2) Schenkman et al, Parkinsonism and Related Disord 2001;8:41-50











METHODS


Longitudinal data collection using an in-home interviews


Participants lived in Durham, NC and surrounding communities. Participants entered during each year of the study. The final data base included 179 individuals. 


Interview instrument was based on National Surveys, permitting comparison with existing information about individuals without PD.





SUMMARY OF SURVEY CATEGORIES


Financial Cost by interview instrument


Compensated cost – Medicare/Medicaid


Uncompensated cost – Out of pocket expenses


Indirect cost – Family caregivers, loss of income


Personal cost –


- symptoms of PD (cardinal signs, other impairments)


- cognitive decline, pain fatigue


Personal costs: impairments and loss of ability to perform daily activities


Structured questionnaires 


- health status (comorbid illness, self-rated health, PD specific impairments)


- memory, depression, other impairments (e.g., pain, fatigue)


- functional limitations


Open-ended question:  “What are the worst aspects of PD for you?”


Participant’s estimated probability of being alive in ten years





 STUDY 1:  OVERALL COST OF PD


We examined the cost of PD for 70 individuals. We compared costs for who self-rated their health as  ‘Good’ vs. ‘Poor,’ and compared costs at Yr. 1 vs. Yr. 3


1. By Yr. 3, total expenditures had increased over 25% for the ‘Good Health’ group and nearly doubled for the “Poor Health” group.


Indirect costs (lost wages, informal care) were as high as $25,000/yr even in Yr. 1


Uncompensated cost (drugs, health providers) were as high as $3000/yr for the ‘Poor Health’ group by Yr. 3.


Percent of  compensated costs declined for groups over three years. 


2.   Symptoms increased over three years including cognitive impairment, depression, pain and fatigue.


4.  For those living at or near the poverty level, uncompensated costs  were estimated as high as 44% of income for the ‘poor’ health group.





STUDY 3: PERCEPTIONS OF THE INDIVIDUAL


We examined 108 individual’s perceptions of PD, comparing data obtained in Years 1&3 and comparing those who survived 3 years vs. those who did not.  


Findings demonstrated:


1.  There was a disconnect between participant’s responses to open-ended questions vs. structured questions: 


>60% identified rigidity and bradykinesia, but <10% identified these symptoms as ‘worst aspects of PD”


Functional limitations were of more pressing concern to the participants than were impairments


2. By Yr 3, patients were less likely to identify any impairments and functional limitations ‘worst aspects of PD’ than in Yr. 1


3. Predictions of mortality were surprising:


 Nearly 1/3 of those who died expected to live 10 years


Declining to predict mortality was THE strongest predictor of dying by Year 3.











PURPOSE OF THIS POSTER


1.  Illustrate a method for examination of the broad impact of Parkinson’s Disease (PD), a chronic progressive disorder, on the individual’s QOL


2.  Summarize some of the salient findings from three sub-studies:


Overall cost


Perceptions of the spouse


Perceptions of the individual


3.  Suggest future investigations to better understand the impact of cognitive dysfunction on those with PD.








DISCUSSION


These data illustrate the broad impact of PD on the individual with the disease as well as the spouse.  


This was a preliminary study.  Much remains to be established.  For example: 


 What is the impact of cognitive dysfunction on cost of PD? on the spouse’ quality of life and do these relations change over time?


How do socioeconomic issues relate to cost, perception, and quality of life?


How do cognition, depression, perceptions and quality of life change as individuals approach the later stages of PD?


This strategy may be applicable to examination of issues surrounding QOL for individuals with other chronic, progressive disorders.
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