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ABSTRACT 

The present study investigates a possible causal model for the prediction of subjective 

well-being in Parkinson’s disease (PD). The primary hypothesis proposed that, controlling for 

disease severity, validation-seeking attitudes among individuals with PD would predict less use 

of secondary control coping strategies, more relinquishing of control in the face of PD 

symptoms, lower psychosocial adjustment to PD, and lower subjective well-being. I also 

proposed that validation-seeking would indirectly contribute to lower adjustment to PD through 

the type of coping strategies used, as well as indirectly affect subjective well-being through both 

coping strategies and adjustment to PD (operationalized as fewer restrictions to work and social 

participation).  First, the concept of relinquished control could not be investigated due to validity 

issues with the measure or the construct, so the results were limited to only secondary control 

coping efforts. Consistent with the hypotheses, validation-seeking attitudes did predict lower 

positive subjective well-being and better adjustment to PD predicted better overall subjective 

well-being (i.e., lower depressive symptoms and enhanced positive subjective well-being), 

controlling for all other variables.  However, hypotheses regarding relationships between 

secondary control coping strategies and validation-seeking, adjustment to PD, and subjective 

well-being were not supported.  Furthermore, exploratory analyses of these relationships 

suggested that, contrary to the hypothesis that secondary control coping would predict positive 

outcomes, the use of secondary control coping strategies predicted higher depressive symptoms 

and poorer adjustment to PD. Closer investigation of the secondary control coping measure 

suggests that individuals may not have distinguished between voluntary use of secondary control 

coping strategies and restrictions in activities that had to be made due to PD, especially when 

reporting changes in what they were doing as a result of PD.   
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INTRODUCTION 

 

Idiopathic Parkinson’s disease (PD) “…is a neurodegenerative disorder of middle 

and late life with a well-defined morbid anatomy, a specific pattern of biochemical 

pathology, and an unknown cause” (Hurtig, 2000, p. 57). The purpose of this study is to 

attempt to identify some of the factors that predict positive subjective well-being and 

depressive symptoms in individuals with PD so that eventually those factors could be 

addressed in therapy and result in better emotional outcomes. 

The underlying biological process that is believed to produce the clinical 

impairments of PD is the depletion of dopamine in the central nervous system (CNS). 

This primarily occurs in the substantia nigra, which contains high concentrations of 

dopamine and is involved in the control and planning of physical movement. Since 

individuals with PD can experience up to an 80% loss in dopamine-producing cells in the 

substantia nigra after about 25 years (Stewart, 2001), the willful movement of those 

individuals is greatly affected. There also is evidence for additional neuronal cell loss in 

other areas of the brain (e.g., thalamus, hypothalamus, the cerebral cortex, and the 

autonomic nervous system), and strong evidence for the presence of Lewy bodies 

wherever neuronal loss has occurred (Stewart, 2000). There is no consensus on the cause 

of these neuropathologies (Hurtig, 2000), but in the past decade an increasing number of 

studies have supported the role of genetics in most forms of PD (Klein & Schlossmacher, 

2007). Current theories for the etiology of PD also include processes involving 

neurotoxins, oxidative stress (on a cellular level), immune system involvement in cell 

destruction, apoptosis, deficiency of neurotrophic factors, deficiency in mitochondrial 

activity, and infection of the CNS (LeWitt, 2000). Additionally, a recent analysis of 

multiple studies on environmental toxins has found strong, consistent evidence for a 

relationship between an increased risk of developing PD and exposure to herbicides, 

particularly parquat, and insecticides (Brown, Rumsby, Capleton, Rushton, & Levy, 

2006). Further, the causal process might involve the contribution of a combination of 

these hereditary, environmental, and biological factors (Klein & Schlossmacher, 2007).  

The prevalence of diagnosed PD for individuals between the ages of 50 and 60 is 

approximately 1 in 1,000, with a steep increase to 31 cases for every 1,000 individuals by 
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age 85 (Maraganore, 2000). However, by the time clinical symptoms appear and a 

diagnosis is made, the neuropathology may have been present for some time, and most 

people may already have lost a significant amount of dopamine (usually 60-80%) 

(LeWitt, 2000).  

Individuals with PD experience numerous disabilities. Therefore, for the purposes 

of the following discussion about disabilities in PD, three categories of health-related 

disabilities as put forth in the International Classification of Functioning, Disability, and 

Health (World Health Organization [WHO], 2001) will be employed. The ICF was 

developed to incorporate both the medical and social models of disability to formulate a 

biopsychosocial model that takes into account the most basic levels of biological 

impairment (also called health conditions), as well as the environmental factors (e.g., 

technology, social attitudes, policies) and personal factors (e.g., coping strategies, 

personal attitudes, education, background), all of which interact with each other to 

determine level of disability (WHO, 2002). The ICF categories are impairments 

(problems in body function or structure), activity limitations (difficulties in the execution 

of a task or action), and participation restrictions (problems in involvement in life 

situations) (see Figure 1). It is important to understand that these categories of disabilities 

differ along at least two dimensions. The first is the level of the function involved, with 

the higher levels being at least somewhat dependent on the lower levels. With respect to 

PD, this dimension goes from more basic functions of the body such as cell functioning, 

muscle stiffness, and muscular control (impairments), through instrumental actions such 

as walking, rising, talking, eating, writing, and bathing (activity limitations), to the much 

higher-level functioning associated with participation in global life domains such as 

interpersonal relationships, vocations, and avocations (participation restrictions).  
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Health Condition 

 

(disorder or disease) 

Activity Participation 
Body 

Functions & 
Structure 

Environmental 
Factors 

Personal Factors 

Contextual Factors 

Figure 1. A representation of a model of disability upon which ICF is based (WHO, 
2002b, p. 9).  

 

 

The second dimension on which these three categories of disability differ involves 

the contribution of impairments other than disease-related biological pathology, such as 

psychological and social factors. With respect to PD, this dimension ranges from 

impairments, which are likely to be most closely tied to the neuropathology although not 

necessarily synonymous with it, through activity limitations and to other PD-related 

impairments. Activity limitations are expected to involve not only limitations directly 

related to the disease process, but also psychological and social influences. Then, there 

are the participation restrictions, which are very likely to have more significant 

psychological and social influences in addition to the direct effects of the impairments 

and activity limitations. Specific PD-related disabilities associated with each of these 

categories will be discussed more thoroughly below. 

Impairments 

As noted above, impairments are the category of disability that is most closely 

tied to biological processes – problems in body function or structure. Since the 
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neuropathology associated with PD cannot be directly observed in the living patient, the 

diagnosis of PD can only be confirmed post mortem. Provisional clinical diagnosis in 

living patients, therefore, relies on attempts to assess physical impairments. Such 

diagnosis typically requires the presence of at least two of the three cardinal features of 

PD: Akinesia, rigidity, and/or tremor (Dewey, 2000).  

The first cardinal feature, akinesia, refers to a constellation of impairments, 

including bradykinesia (i.e., slowness), hypokinesia (deficiencies in movement), 

sequencing impairment, fatigue in movement, and difficulty in coordination (Macphee, 

2001). Some sources suggest that akinesia is necessary for a diagnosis of PD, with 

rigidity usually accompanying akinesia (Macphee, 2001). The second cardinal feature, 

rigidity, refers to a passive resistance of movement in the limbs, regardless of the speed, 

amount of effort exerted, or magnitude of the attempted movement (Dewey, 2000). 

Tremor is defined as “…an involuntary rhythmic oscillatory movement of a body part” of 

which there are numerous types (Macphee, 2001, p. 48). Tremors are thought to occur 

less frequently and to be less necessary or sufficient for a diagnosis. Disturbance in gait 

and posture is considered a fourth primary sign of PD, which typically appears in later 

stages of the disease. However, in diagnosing PD, gait disturbance and postural 

instability are difficult to differentiate from other conditions or from normal aging in 

older individuals (Macphee, 2001). There is variability in the clinical impairments that 

various individuals with PD present (LeWitt, 2001), and provisional diagnosis usually 

requires carefully ruling out and differentiating between other causes of parkinsonism, 

such as other degenerative disorders and drug or medication side effects.  

Although there are a number of available treatments directed at relieving the basic 

physical impairments of PD, there is as yet no known cure for the neuropathology. 

Further, no treatments have been proven effective in slowing the progression of the 

disease. Pharmacotherapy is the most common form of treatment. As with medication for 

any disease, treating people with PD requires a balancing of the side effects of drugs 

against the troublesome aspects of the disease itself (Playfer, 2002). Additionally, pre-

existing medical conditions that are often present in the elderly must be considered. 

Typically, patients are not medicated when they are first diagnosed unless the symptoms 
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are quite severe. Once a medication regimen has begun, its effectiveness typically 

dissipates over time.  

Pharmacotherapy 

Levodopa, which increases levels of dopamine in the brain, is most commonly 

used to alleviate the basic physical impairments of PD (Ahlskog, 2000). Most patients 

require the administration of levodopa in the first three to four years after the onset of 

clinical symptoms (Goldmann & Horowitz, 2000). Levodopa usually alleviates rigidity, 

bradykinesia, postural instability, and tremor. However, there are some severe side 

effects associated with the use of levodopa, including cognitive problems (e.g., 

confusion, disorientation, and memory problems), drug-induced dyskinesia, dystonia, and 

pronounced “on-off” episodes. “On-off” episodes refer to sudden instances in which an 

individual may feel as though he or she is frozen and his or her feet are stuck to the floor. 

As with many other medications, the effects of levodopa may slowly wear off after five 

to ten years (Ahlskog, 2000). 

Whereas levodopa is the primary drug used to treat PD, other drugs, including 

dopamine agonists and anticholinergics, appear helpful. Dopamine agonists (e.g., 

bromocriptine, pergolide, ropinorole, and pramipexole) stimulate dopamine receptors 

rather than providing additional dopamine. These may lessen the dyskinesia experienced 

as a result of levodopa, but they involve severe side effects, such as confusion, delusions, 

and aggression (Goldmann & Horowitz, 2000). Anticholinergic drugs (e.g., orphenadrine, 

trihexyphenidyl, and benztropine) are often administered in the earlier stages of PD 

because of their success in treating tremors and rigidity. They may also help relieve 

bradykinesia and freezing, but to a lesser extent. Their side effects tend to be less severe 

than those found in the dopamine agonists (Goldmann & Horowitz, 2000). Selegiline is 

often used to decrease “off” episodes in earlier stages of the disease. Tolcapone and 

entacapone also help to shorten “off” episodes, as well as improve coordination. 

Amantadine is used in earlier stages of PD to control tremors and, to a lesser extent, 

rigidity and bradykinesia. Whereas some of these drugs have fewer and less severe side 

effects than levodopa or dopamine agonists, they also tend to be less effective (Ahlskog, 

2000).  
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Normal aging, PD, and anti-Parkinsonian medications all affect the Central 

Nervous System (CNS). It is often difficult to determine whether CNS-related problems 

such as constipation, orthostatic hypotension, dysphagia, urinary problems, sleep 

disorders, and cognitive impairment are due to PD, aging, medications, or any 

combination of these. Because of the numerous side effects involved in medications used 

in the treatment of PD, additional medications are often necessary to combat those side 

effects (Comella, 2000). However, even these medications have their own side effects, as 

well. 

Surgical Treatment 

In addition to pharmacotherapy, other treatments such as brain ablation, deep 

brain stimulation, cerebral transplantation, and gene therapy have been suggested as 

possible avenues of treatment. Pallidotomy (surgery aimed at removing cells in the 

globus pallidus of the brain that are not functioning properly) may help to reduce tremors 

and abnormal movements (e.g., dyskinesias, which are often caused by medications), 

help the effectiveness of dopamine medications, and improve gait and balance (Shannon, 

2000). However, this procedure does not result in normal functioning, nor does it reduce 

the need for anti-Parkinsonian medications. The procedure involves a number of risks, 

including serious injury, personality change, and neuropsychological and speech 

problems. Similarly, thalamotomy may help with tremor and rigidity, but it leaves 

bradykinesia and gait problems, adding a risk of speech disorder to the list of possible 

side effects. Deep brain stimulation is a recent procedure for which there is some 

evidence for efficacy. Stimulation of the thalamic region helps to alleviate tremors, but 

other problems may worsen over time and thus require the administration of more 

medication. Stimulation of the pallidal and subthalamic nuclei may help bradykinesia and 

dyskinesia caused by medication side effects. However, there are not many studies 

attesting to the efficacy of these procedures with the average PD patient, and the studies 

that do exist indicate that the procedures do not help all impairments (Shannon, 2000). A 

recent meta-analysis found evidence for the efficacy of non-invasive brain stimulation, 

specifically transcranial magnetic stimulation and electroconvulsive therapy, in 

improving motor functioning (Fregni, Simon, Wu, & Pascual-Leone, 2005). Cerebral 

transplants involve inserting cell tissue (fetal or porcine) into the brain. They are 
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currently of questionable efficacy, and there are numerous ethical and legal issues 

involved in obtaining and using such tissues (Shannon, 2000). Finally, gene therapy is 

used to control dopamine production, slow the degenerative process, or protect against 

degeneration. This procedure is currently experimental, and any conclusions about its 

efficacy may be premature.  

In summary, the treatment of PD-related impairments involves a balancing of 

risks of potential side effects against possible benefits. No one treatment alleviates all of 

the impairments, and all treatments involve a significant risk of additional physical and/or 

cognitive problems. Thus, even when receiving the best treatments available, PD patients 

are left with a number of impairments (due both to the disease and to the treatment) with 

which they must cope. Therefore, additional adjunctive therapies involving diet, exercise, 

and other physical rehabilitation procedures are often included in the treatment regimen 

(O’Suilleabhain & Murphy, 2000).  

Adjunctive Therapies 

A variety of adjunctive therapies are often used to manage secondary symptoms 

and side effects of PD treatments. Weight loss is a common problem of individuals with 

PD because of loss of appetite due to depressive symptoms, increased metabolism due to 

muscle activity, side effects of medications, and problems at various stages of the 

digestive system (e.g., swallowing or gastric emptying) (O’Suilleabhain & Murphy, 

2000). Dietary therapy is often used to treat such weight loss through consultations with a 

dietician in which food intake and eating habits are monitored and modified. 

Additionally, alterations in diet and the quantity and timing of food intake has been found 

to affect the efficacy of medications such as levodopa. However, there is no compelling 

evidence that any particular foods either cause or cure PD.  

Much like the benefits of exercise found with non-PD individuals, exercise can 

have a significant positive impact on individuals with PD (Bergen, Toole, Elliott, 

Wallace, Robinson & Maitland, 2002). Exercise can help to avoid contractures due to 

rigid or stiff muscles, and a number of physical and rehabilitative techniques have been 

used in attempts to alleviate the freezing and bradykinesia common in PD (e.g., rhythmic 

therapy to improve the speed of movement or imagining obstacles and using a high-

stepping gait to overcome freezing) (Henneberg, 1998). Toole, Hirsch, Forkink, Lehman, 
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and Maitland (2000) found that a 10-week balance and strength training program 

significantly improved strength and balance in Parkinson’s patients.  

Activity Limitations 

Despite the array of treatments focused on impairments, PD patients are still faced 

with problems that affect their everyday functioning. Impairments limit patients’ abilities 

to perform specific activities such as eating, bathing, changing positions (e.g., turning 

over in bed and rising from a chair), grooming/dressing, writing, speech/communication, 

walking, and driving. Such daily activity limitations tend to increase over time, as PD is a 

progressive disease. Physical and environmental interventions attempt to provide some 

compensation for the physical impairments and increase the ability to engage in daily 

activities (O’Suilleabhain & Murphy, 2000). These interventions include the use of 

walkers and wheelchairs, Velcro fasteners on clothing, and large-handled eating, 

drinking, and writing utensils. Still, PD sufferers continue to experience a range of 

activity limitations, with the specific types and frequencies varying greatly across PD 

patients (Abudi, Bar-Tal, Ziv, & Fish, 1997; Brod, Mendelsohn, & Roberts, 1998; 

Schenkman, Cutson, Zhu, & Whetten-Goldstein, 2002; Scott, Borgman, Engler, Johnels, 

& Aquilonius, 2000). Additionally, the degree to which basic impairments influence 

activity limitations depends somewhat on the availability of compensatory environmental 

interventions and the willingness of individuals to use them. 

Participation Restrictions  

It is reasonable to assume that decreased participation in a variety of life domains 

is, in part, due to difficulty adjusting one’s life to the presence of basic impairments and 

activity limitations. These would include participation restrictions in interpersonal, 

domestic, vocational, and avocational activities, as well as in the ability to maintain 

general independence (Abudi et al., 1997; Brod et al., 1998; Schenkman et al., 2002; 

Scott et al., 2000). In interviews with eight female PD patients in Sweden, Caap-Ahlgren, 

Lannerheim, & Dehlin (2002) noted that patients’ concerns included the ability to 

maintain a female role, changes in everyday physical functioning, and social limitations. 

Individuals with PD may find themselves socially isolated, dependent on others, and/or 

dissatisfied with their social support networks. One study found that 68% of PD patients 

experience social isolation (Abudi et al., 1997). PD sufferers may cease to participate in 
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activities or hobbies they once enjoyed or lose their independence due, at least in part, to 

PD symptoms, and in one study, participants listed this area as being of the most concern 

compared to severity of impairment and emotional/social problems (Schenkman et al., 

2002). However, just as there is a great deal of variability in impairments and activity 

limitations, the degree to which individuals experience PD-related participation 

restrictions also varies (Abudi et al., 1997; Schenkman et al., 2002; Scott et al., 2002). No 

studies to date have found a single area in which everyone diagnosed with PD 

experiences uniform difficulty.  

Subjective Well-Being 

In addition to physical impairments, activity limitations, and participation 

restrictions, PD is also likely to affect aspects of one’s overall subjective well-being, 

including life satisfaction (McQuillen, Licht, & Licht, 2003) and psychological distress 

(Sanders-Dewey, Mullins, & Chaney, 2001). Seventy percent of PD patients in studies 

have reported psychological distress, and 39% to 68% of individuals with PD reported 

symptoms of anxiety (Abudi et al., 1997; Brod et al., 1998; Scott et al., 2000). As many 

as 40% of PD patients have been found to exhibit symptoms of depression, although 

there is some conflicting evidence as to whether depression is a direct neuropathological 

consequence of the disease process or a result of PD on a psychosocial level (e.g., 

Cummings, 1992; Holroyd, Currie, & Wooten, 2005; McQuillen, et al, 2003; Meara & 

Bhowmick, 2000; Schrag et al., 2001). Given the conflicting evidence, depression is 

probably both an impairment and a result of environmental and person factors, depending 

on the individual and the situation. Additionally, individuals may experience feelings of 

embarrassment, shame, or stigmatization due to the observable signs of the disease or 

others’ awareness of their disease (Abudi et al., 1997; Schenckman et al., 2002). 

Most causal models of disease-related disabilities and subjective well-being 

involve multiple and reciprocal determination (e.g., WHO, 2001; Wilson & Cleary, 

1995). These models suggest that the severity of disease-related pathology and other 

impairments should directly impact activity limitations, and have both direct and indirect 

effects on participation restrictions and subjective well-being. Additionally, impairments 

and activity limitations have both direct and indirect effects via disease-related 

participation restrictions, and participation restrictions have direct effects on subjective 
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well-being. Finally, these models indicate that psychosocial factors influence all levels of 

disabilities and subjective well-being, with greater influence at higher levels of 

functioning (participation restrictions). 

These models seem intuitively reasonable, (perhaps because they seem to state 

that everything causes everything). However, for these models to be useful for 

understanding and for intervention, it is necessary to not only identify specific 

psychosocial factors that may be important but also to determine the relative importance 

of the various causal factors. 

Factors Impacting PD-Related Participation Restrictions and Subjective Well-Being  

A number of studies have documented the intuitively reasonable assumption that 

the greater the severity of the PD, the greater the participation restrictions and the poorer 

the subjective well-being (e.g., Frazier, 2000; Frazier, 2002; Schrag, Jahanshahi, & 

Quinn, 2000). However, it is important to note that most measures of PD severity include 

evaluations of both impairments and activity limitations, since these are often difficult to 

independently assess (e.g., Fahn, Elton, & Members of the UPDRS Development 

Committee, 1987; Hoehn & Yahr, 1967; Martinez-Martin, 1995). Thus, measures of PD 

severity often include both of these categories of disabilities such that they are typically 

confounded in studies of the relationship of disease severity to psychosocial functioning.  

Disease Severity 

Although disease severity is undoubtedly important for understanding the impact 

of PD on psychosocial functioning, there still exists variability in these outcomes that 

cannot be attributed to the severity of PD alone (Dakof & Mendelsohn, 1986). For 

example, several studies have found that participation restrictions have a greater effect on 

depressive symptomatology in PD than does the level of disease severity (Herrmann, 

Fryholdt, Fuchs, & Wallesch, 1997; Karlsen, Larsen, Tandbert, & Maeland, 1999; 

McQuillen et al., 2003; Schrag et al., 2001). In addition, disease severity has been found 

to be a weak predictor of quality of life in PD patients (Karlsen et al., 1999). Further, 

Cubo, Rojo, Ramos, Quintana, Gonzalez, Kompoliti, and Aguilar (2002) reported that 

increased objective symptoms and more severe objective evaluations of disease severity, 

such as motor problems rated by others, were less predictive of quality of life than were 

subjective patient perceptions of impairments and activity limitations. They also reported, 
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“educational, behavioral, and psychological factors influenced life satisfaction more than 

physical ones” (p. 592). Disease acceptance, high self-expectations, and realistic 

expectations from family also predict positive psychosocial functioning in PD patients, 

even after controlling for disease severity (Singer, 1973). Even negative metacognitive 

thinking styles have been found to predict depression beyond the effects of disease 

severity (Allot, Wells, Morrison, & Walker, 2005). Schreurs, deRidder, and Bensing 

(2000) reported that psychological adjustment is better predicted by social stress and 

social support than by disease severity. Similarly, Simpson, Haines, Lekwuwa, Wardle, 

& Crawford (2006) found that, controlling for disease severity, the quantity of social 

relationships (number of children, number of close relationships, and work status) 

predicted positive affect while satisfaction with social support predicted less depression, 

anxiety, and stress. In a 1-year longitudinal study of individuals with rheumatoid arthritis, 

Curtis, Groarke, Coughlan, and Gsel (2004) reported that the severity of the arthritis 

predicted adjustment to the illness, but not emotional outcomes. Instead, coping 

strategies, social support, and the perception of stress predicted depression and anxiety. 

Coping Strategies 

Another class of psychosocial factors that is likely to affect participation 

restrictions and subjective well-being in PD patients is the use of coping strategies. In 

their review of over 25 years of research in coping, Folkman and Moskowitz (2004) 

summarized that “…coping is a complex, multidimensional process that is sensitive both 

to the environment, and its demands and resources, and to personality dispositions that 

influence the appraisal of stress and resources for coping” (p. 747). 

Studies of coping in individuals with PD have found that problem-focused 

(DeRidder, Schreurs, & Bensing, 1998; Krakow, Haltenhof, & Buhler, 1999), active 

(Herrmann et al., 1997; Schreurs et al., 2000), compliance-related (Krakow et al., 1999), 

and palliative (DeRidder et al., 1998) coping strategies are among the most frequently 

used. Less common coping strategies include depressive coping (Herrman et al., 1997; 

Krakow et al., 1999), distancing oneself from effects of the disease (Frazier, 2002), and 

coping through religious beliefs (Herrmann et al., 1997). Emotion regulation and 

emotion-focused coping have been identified as frequently-used strategies by some 
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(Frazier, 2002), but they are rarely reported by participants in other studies (Schreurs et 

al., 2000).  

It is expected that some coping strategies may be more beneficial than others. In 

general, Folkman and Moskowitz (2004) review of coping literature found that the effect 

of many kinds of coping, including social support and problem-focused coping on 

outcomes (positive or negative) depends on the stressor and the context. However, some 

strategies, such as escape and avoidance, reliably predict negative outcomes. Therefore, 

my review of coping literature will be primarily limited to coping with PD. Several 

studies have investigated the degree to which any particular coping strategy predicts 

better functioning or a more favorable outcome in individuals with PD (i.e., predicts 

fewer participation restrictions and greater subjective well-being). Generally, more active 

coping strategies, such as task-oriented coping (DeRidder et al., 1998) and active 

problem-solving/reorientation and distancing (MacCarthy & Brown, 1989) are related to 

positive psychological well-being. DeRidder, Schreurs, and Bensing (1998) found that 

active coping and optimism predicted positive psychological adjustment in individuals 

with PD and Multiple Sclerosis. However, the majority of the evidence for relationships 

between coping styles and psychological adjustment is found in the prediction of negative 

outcomes. Coping strategies that focus primarily on emotions were found to be related to 

higher distress in one study (Sanders-Dewey, Mullins, & Chaney, 2000) and to have a 

negative impact on psychological adjustment in another (DeRidder et al., 2000). 

Additionally, depressive and wishful types of coping were related to lower levels of 

psychological adjustment (Krakow et al., 1999). Passive and avoidant styles of coping 

were related to difficulties in functioning (Schreurs et al., 2000), more severe 

psychological dysfunction (e.g., problems expressing feelings and nervousness), and 

depression (MacCarthy & Brown, 1989). On the other hand, Frazier (2002) reported that 

active coping (e.g., trying to stop the problem and asking others what to do), especially if 

used exclusively and consistently across time, predicted poorer quality of life than did 

emotional regulation. 

Thus, although the literature is not consistent regarding the particular types of 

coping strategies which predict better or worse outcomes, most studies did find some 

effect of coping on outcomes. However, there are a relatively small number of studies 
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that have reported these effects, and other studies have failed to find any relationship 

between coping and psychological outcomes (e.g., DeRidder et al., 1999; Herrmann et 

al., 1997). In fact, the general approach to coping research that was used in these studies 

has been criticized as failing to provide useful or practical information (Coyne & 

Racioppo, 2000). Looking more closely at researchers’ definitions of various coping 

strategies reveals that there is very little true consistency or agreement as to what types of 

coping behaviors constitute the different coping styles (e.g., venting of emotions may be 

considered “distancing” in one study, but another classifies the behavior as “emotion-

focused”). Thus, additional conceptual and empirical work might help to better explain 

the role of coping in successful adaptation to PD. 

Coping Goal or Control Coping 

A different and perhaps more easily categorized approach to the conceptualization 

of coping with chronic diseases such as PD is to address the specific goals of coping 

attempts. The goals of coping strategies can be conceptualized as either focused on 

changing something about the situation in order to make it consistent with an individual’s 

desires, or on changing one’s own desires or goals to better fit a possibly unalterable or 

extremely difficult situation. This is the two-process model of control first delineated by 

Rothbaum, Weisz, and Snyder (1982) and later incorporated into models of lifespan 

development and adaptation by Brandtstadter and Renner (1990) and Heckhausen and 

Schulz (1995). Primary control, sometimes called assimilative coping, is the process of 

attempting to exert control over the environment or the problem. The attempt to change 

oneself in order to better fit the situation has been called secondary control or 

accommodative coping. The distinction between these two concepts lies in the focus or 

goal of the efforts of control. While primary control is directed at controlling or changing 

the objective situation, secondary control is aimed at controlling or changing one’s own 

response to the situation. People who perceive little or no primary control in a situation 

may engage in secondary control. Therefore, they avoid the complete abandonment of 

control and preserve some sense of and reality of control, even if the effort of control is 

directed at fitting in with the circumstances rather than changing the circumstances. 

Individuals may vacillate between the two types of control, and perhaps even show 

different degrees of both types of control at the same time. This might occur, for 
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example, when one is faced with a physical disability resulting both in the need to go 

through intensive physical therapy to correct the disability (which would be primary 

control) and the need to adjust one’s own expectations for future performance (which 

would be secondary control).  

Both forms of control coping can be adaptive or maladaptive, depending on the 

situation. For example, abandoning primary control and turning too quickly to secondary 

control might result in giving up too soon on attempts to accomplish desired goals, 

whereas futile attempts at primary control with realistically uncontrollable external events 

might lead to frustration and depression. Adaptation to chronic, progressive, incurable 

diseases such as PD would seem to fit the latter parameters. Although seeking and 

complying with medical treatments (a form of external primary control) is likely to be 

adaptive, there are limits to their utility. Thus, optimal adaptation to these types of 

situations would seem to require secondary control coping. 

Only a few studies have investigated control coping with chronic health problems. 

Band and Weisz (1990) focused on primary and secondary control coping, as well as 

behaviors indicating relinquished control, in children with juvenile diabetes. They found 

that the more developmentally advanced children (at the formal operational stage) who 

reported using more primary control coping experienced more favorable adjustment to 

illness. Weisz, McCabe, and Dennig (1994) investigated control coping in a sample of 

children diagnosed with leukemia. Children whose coping efforts and goals were focused 

on secondary control over their illnesses exhibited significantly fewer behavioral 

problems and less illness-related distress than did children who used other coping 

strategies and goals. They noted that their results were likely to have been contrary to 

those found by Band and Weisz (1990) because of the less controllable nature of 

leukemia versus juvenile diabetes. That is, they suggested that the controllability of the 

stressor may, to some extent, dictate which type of control coping is more adaptive. 

Given the low controllability of most PD-related impairments and activity limitations, 

results of a study by Frazier (2000) may also support this notion. Although not directly 

employing the control coping conceptualization, she found that a form of active coping 

with physical problems, which might be classified as primary control coping, was 

negatively related to quality of life in a sample of PD patients. In a two-year longitudinal 
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study, Frazier (2002) found evidence that individuals whose disease worsened 

significantly over time tended to experience decreased quality of life if they persisted in 

using strategies focused on getting rid of the problem (operationalized as “active” coping, 

and in our conceptualization as primary control). However, those who were flexible and 

moved from impairment-focused primary control strategies to more emotional regulation 

strategies (similar to secondary control strategies) experienced better psychological 

adjustment. 

Perceived Control 

In addition to strategies and goals, social-cognitive factors might affect the type of 

control coping used and, ultimately, one’s ability to adapt to the largely uncontrollable 

situations associated with chronic and incurable diseases like PD. For example, those 

who feel that they have a great deal of secondary control over a stressor may be more 

likely to effectively use secondary control coping strategies. There is some evidence that 

perceptions of controllability are related to better functioning in AIDS patients (Griffin & 

Rabkin, 1998) and in PD patients (Koplas et al., 1999; Krakow et al., 1999; Wallhagen & 

Brod, 1997), although this has not been a universal finding (Brod et al., 1998; MacCarthy 

& Brown, 1989). Further, in the only study to specifically compare perceptions of 

primary and secondary control, McQuillen et al. (2003) found that perceived secondary 

control, but not perceived primary control, was related to better functioning in terms of 

participation restrictions, life satisfaction, and depressive symptomatology. These results 

suggest that perceptions of primary and secondary control might affect the type of control 

coping employed, which in turn affects participation restrictions and ultimately subjective 

well-being. 

Goal Orientation 

Another social-cognitive factor that might influence the type of control coping 

that is employed in a largely uncontrollable physical situation (as with PD) is the 

individual’s dominant goal orientation style. Work on goal orientations has largely 

focused on understanding children’s responses to challenging situations – situations with 

a moderate or high risk of failure. For example, Dweck (1999) sought to explain why, 

regardless of their intellectual abilities, some children successfully make the transition to 

the more challenging environment of Junior High School while others seem to fall behind 
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at that point. Dweck suggested that some children view failure as an opportunity to 

master a challenging situation, and may see such situations as opportunities to grow and 

improve. She referred to this as a “learning” goal orientation with respect to the approach 

to academic situations. She found that children with learning goals reacted to failure in a 

mastery-oriented way, which involves persistence, self-monitoring, optimism, and a 

continued effort at achieving mastery (Dweck, 1999; Licht & Dweck, 1984). She further 

found that children with learning goals viewed effort as a necessary part of overcoming a 

challenging situation and tended to hold the implicit theory that intelligence is malleable 

and, in part, due to effort (Bandura & Dweck, 1981; Dweck & Leggett, 1988). 

In contrast, Dweck found that other children were oriented toward what she called 

a “performance” goal in that they viewed their performance in any type of challenging or 

evaluative situation as an objective indicator of their ability level (Dweck, 1999). While 

successes in such situations did validate their abilities, failures were viewed as indicating 

a lack of abilities. When faced with failures, children with performance goals would often 

exhibit a helpless response pattern (Diener & Dweck, 1978). This helpless pattern 

includes negative thoughts about the self, avoidance of similar situations, pessimism, 

feelings of a lack of control over their performance, and a persistence of non-adaptive 

problem-solving strategies. For instance, children with performance goals who failed at a 

task subsequently used less effective strategies to solve the same problems that they had 

successfully completed prior to the failure (Dweck, 1975; Dweck & Reppucci, 1973). 

Additionally, Kistner, Ziegert, Castro, and Robertson (2001) found helplessness, 

conceptualized as a composite of low learning and high performance goal orientation, 

longitudinally predicted depression and low self-worth. As opposed to the “malleable 

intelligence” implicit theories of children with learning goals, those with performance 

goals tended to view intelligence as an entity – something unchangeable and of which 

they have only a limited amount (Bandura & Dweck, 1981; Dweck & Leggett, 1988). 

These children tended to devalue effort, seeing it as an indicator of low ability or lower 

intelligence (Dweck & Leggett, 1988). 

Evidence for this conceptualization of approaching achievement situations with 

either a learning or performance goal orientation has been found across multiple ages and 

domains. Hebert and Dweck (as cited in Dweck, 1999), Smiley and Dweck (1994), and 
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Cain and Dweck (1995) found evidence of helpless and mastery-oriented responses in 

children as young as pre-school age. Mueller and Dweck (1997), Hong, Chiu, Dweck, 

and Lin (as cited in Dweck, 1999), and Lee, Tinsley, and Bobko (2003) investigated goal 

orientation and goal theories in college students, and Young (2000) investigated goal 

orientations in older adults with respect to memory. The two types of goal orientation 

have been found to predict levels of self-esteem and depression (Dykman, 1998), helpless 

and mastery-oriented patterns in social interaction (Goetz & Dweck, 1980), intimate 

relationships (Kamins, Morris, & Dweck as cited in Dweck, 1999), and individuals’ 

beliefs in the potential for change (Levy & Dweck as cited in Dweck, 1999). 

In contrast to Dweck’s domain specific approach to the conceptualization and 

measurement of goal orientations, Dykman (1998) proposed a more generalized, 

dispositional approach in his work on susceptibility to depression. His model posits that 

some individuals are “Validation Seeking” (VS) and others are “Growth Seeking” (GS). 

Dykman’s description of VS individuals is quite similar to that of Dweck’s performance 

orientation. VS individuals possess a cognitive framework in which all events in their 

lives are seen as opportunities to validate their worth, likeability, and competence. GS 

individuals, on the other hand, are similar to Dweck’s learning goal orientation. The 

attitude of GS-focused individuals possess a cognitive framework that leads them to view 

situations as opportunities for growth, learning, improvement, and reaching their 

potential. In the course of validating the Goal Orientation Inventory (GOI), Dykman 

(1989) found that individuals high on a measure of VS also tended to engage in more 

self-blame, behavioral disengagement, and passive disengagement when faced with 

stressful life events. He also found that individuals higher on a measure of VS 

experienced higher levels of depressive symptoms under stress. Lindsay and Scott (2005) 

found further support for the theory that VS serves as a cognitive vulnerability for 

depression in the context of stressful life events in college students, implying its effect on 

the use of less effective coping strategies. Such findings support the theory that those 

individuals high in VS would be expected to engage in more withdrawal and fewer active 

coping strategies involving either primary or secondary control goals in the face of 

stressful life events.  
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Thus, the goal orientation construct has been shown to be useful for predicting 

responses to situations that pose challenges or threats. Clearly, the impairments and 

activity limitations associated with PD pose challenges and psychological threats to the 

lifestyles of those with this disease. Due to the chronic and debilitating nature of PD, they 

can no longer continue to successfully engage in the same activities in the same ways. 

For these individuals to be able to function well in a variety of life domains (i.e., 

minimize participation restrictions) and maintain positive subjective well-being, they are 

likely to have to adapt and change how they do things and, in some cases, what they do. 

This was also suggested in a study of older adults by Duke, Leventhal, Brownle, & 

Leventhal (2002) in which replacing lost activities (a form of secondary control coping) 

predicted better adjustment to illness. 

But who will and will not be able to do this? Based on previous work on goal 

orientations, it seems reasonable to hypothesize that people who are primarily 

performance oriented or validation-seeking (VS) would be less likely to choose to make 

these changes than would learning-oriented or growth seekers (GS). In particular, VS 

individuals are likely to view difficulties engaging in their typical and valued activities as 

indicators of failure and as invalidating their competency, likeability, and self-worth. If 

these individuals do not think that anything will help alleviate or directly control the 

problem they are facing (i.e., eliminate or reduce the PD-related impairments and activity 

limitations), they are likely to either not use any coping strategies (e.g., give up and 

become helpless), or engage in coping strategies that focus on denying or escaping the 

problem. They are unlikely to use the secondary coping strategies that should be 

important for making the types of changes that would be necessary when adapting to the 

types of chronic and progressive problems associated with PD. For high VS individuals, 

the use of secondary control strategies represents failed attempts to cope directly with the 

problem. As a result, and given the limitations on treatments for PD described earlier, 

individuals who are high on VS would adapt poorly to the impairments and activity 

limitations associated with PD. 

It is hypothesized that individuals high on GS would be more likely to engage in 

secondary coping and would adapt better to having PD than those high on VS. However, 

although GS refers to cognitive frameworks and secondary coping refers to overt or 
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covert actions, there is a great deal of overlap in these constructs and they are difficult to 

distinguish in operation. Therefore, this initial study of the roles of goal orientations and 

secondary coping in adaptation to PD will not attempt to independently evaluate GS and 

secondary coping. Rather, this study proposes the following model (see Figure 2) and 

hypotheses. 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 2. Hypothesized model predicting subjective well-being. 

 

 
Primary Hypotheses 

Individuals high on Validation-Seeking are expected to use less secondary control 

coping and more relinquished control coping strategies. Individuals who use less 

secondary control and more relinquished control are in turn expected to experience lower 

adjustment to PD. (From this point forward, we refer to better adjustment to PD as 

synonymous with having fewer participation restrictions, and more participation 

restrictions as lower adjustment to PD.) Lower adjustment to PD and higher VS attitudes 

should result in lower levels of subjective well-being (lower positive subjective well-

being and more depressive symptoms). These hypotheses are stated in terms of a simple 
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effect of the use of secondary/relinquished control coping strategies on subjective well-

being. 

If these hypotheses are supported, implications may be found for the treatment of 

depressive symptoms or low positive subjective well-being in PD patients. In a review of 

Cognitive-Behavior Therapy used to treat depression in chronic illness and aging, Cole 

and Vaughan (2005) noted that it is likely to be efficacious with PD as well. VS attitudes 

(cognitions) and control coping strategies (behaviors) are likely foci of such interventions 

with individuals who are experiencing difficulty coping with PD. 
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METHODS 

 

Participants 

Forty-eight PD patients were recruited for voluntary participation through the 

Johns Hopkins Medical Institution (JHMI) Parkinson’s Disease Research Center, support 

groups, and through other medical facilities treating PD patients (e.g., neurologists, 

rehabilitation centers, etc.) affiliated with Johns Hopkins Medicine. IRB approval was 

obtained from both JHMI and the Florida State University Institutional Review Boards 

(see Appendix A). The exclusionary criterion included a Telephone Interview for 

Cognitive Status (Brandt, Spencer, & Folstein, 1988) score of less than 25 or an MMSE 

(Mini-Mental Status Exam) score of less than 25. Participants were also limited to those 

individuals with a diagnosis of Idiopathic Parkinson’s disease who were 50 years of age 

or older at the time of diagnosis. Originally, 51 potential participants were recruited, but 

one was excluded due to a TICS score below 15, one declined to participate under 

objections regarding the personal nature of the questions in the first questionnaire, and 

another became ill before completing any questionnaires. 

See Table 1 for sample demographic information and Table 2 for a summary of 

the sample’s disease characteristics. Much like the sample collected by McQuillen et al. 

(2003), the sample is predominantly white, highly educated, and of high income. 

Compared to McQuillen et al. (2003), this sample was an average of three years older 

with a mean duration of disease one year more than in their study.  
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Table 1 
Sample Demographics 

Variable Statistic  

Gender 68.8% Men 
 31.3% Women 
   
Age 69.4 Mean 
 7.4 SD 
 70.0 Median 
 56-89 Range 
   
Education 2.1% Some High School 
 14.6% High School Graduate 
 14.6% Some College / AA 
 20.8% College Graduate 
 47.9% Graduate Degree 
   
Race/Ethnicity 97.9% Caucasian 
 2.1% African-American 
   
Marital Status 79.2% Married 
 6.2% Separated 
 10.4% Widowed 
 4.2% Divorced 
   
Financial 
Satisfaction 5.9 Mean 
 1.1 SD 
 6.3 Median 
 2.2 to 7 Range 
   
Incomea 14.6% 20-34,999 
 6.2% 35-49,999 
 22.9% 50-74,999 
 52.1% >75,000 
   
Employment 8.3% Full-Time 
 20.8% Part-Time 
 2.1% Homemaker 
 68.8% Retired 
a Two people did not respond to the income question. 
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Table 2 
Sample Disease Characteristics 

Variable Statistic  

ISAPDa 11.4 Mean  
 6.1 SD 
 10.0 Median 
 0 to 28 Range 
   
Hoehn & Yahra 12.5% Stage I 
 58.3% Stage II 
 12.5% Stage III 
 16.7% Stage IV 
 0.0% Stage V 
   
# Months diagnosed 94.2 Mean 
 56.0 SD 
 95.6 Median 
 .9 to 250.2 Range 
   
Age at Diagnosis 61.5 Mean 
 7.7 SD 
 59.5 Median 
 50 to 86 Range 
   
# PD Medications 1.5 Mean 
 2.7 SD 
 2.0 Median 
 0 to 7 Range 
   
# other problems 2.0 Mean 
 1.6 SD 
 2.0 Median 
 0 to 6 Range 
Note: ISAPD=Intermediate Scale for the Assessment of Parkinson’s Disease 
a The disease severity scales are discussed in the Measures section. 
 
 
 
 

Procedures 

Participation was solicited in several ways. First, potential participant names were 

gathered from a list of previous research participants through Dr. Laura Marsh at the 

Johns Hopkins Parkinson’s Disease Research Center (PDRC). Letters introducing the 

research (see Appendix B) were mailed to individuals on the PDRC list who met the 
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criteria for the study (age and recent Mini-Mental Status Exam score). Potential 

participants indicated an interest in participating by either calling the investigator by 

phone or mailing a pre-addressed, stamped postcard back to the investigator. 

Additionally, participants were solicited through the investigator’s attendance at area 

support groups, a research symposium, and a political action group. 

Individuals who returned the postcards or called indicating interest in the study 

were then contacted by the investigator (see Appendix C), who answered any questions 

or concerns, determined their eligibility by administering the TICS if no recent (within 

one year) MMSE score was available, and arranged to mail them a consent form for 

participation. The primary participant consent forms were sent along with a letter further 

explaining the study, providing contact information for the investigators, and instructions 

for returning the consent forms (see Appendix A). Approximately five days after mailing 

the form, the investigator called each participant to ensure he/she received and read the 

form, to answer any questions, and to assess for understanding (see Appendix C). If the 

participant agreed to participate in the study and exhibited a good understanding of the 

information covered in the consent form, he or she was then asked to sign and date the 

form, then mail it back to the investigator in a pre-stamped, pre-addressed envelope. 

Upon receipt of the signed consent form, the investigator signed and dated  the 

form and mailed the participant the first questionnaire, a letter with instructions (see 

Appendix B) and a copy of the signed consent form. The first questionnaire contained the 

demographic and disease characteristics information (see Appendix D), financial 

satisfaction questions, Goal Orientation Inventory Validation Seeking items, the 

Satisfaction With Life Scale, the Purpose in Life Scale, and the Beck Depression 

Inventory (BDI), all of which are described in the “Measures” section below. 

Approximately one week later, each participant received a phone call in which the 

investigator ensured that the first questionnaire was received and that the participant 

understood how to complete the questionnaire. During this phone call the investigator 

also set up an interview appointment with the participant (either in person [e.g., at their 

home] or by phone). Thirty-seven participants were interviewed in-person. The 

participant was given the choice of mailing the completed questionnaire back to the 

investigator or turning it in during the interview. All interviews (see Appendix E) were 
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audiotaped and transcribed to ensure accurate and complete recording of material 

obtained in the interview. In-person interviews lasted between 45 and 60 minutes, while 

phone interviews were typically around 30 minutes. For the most part, in-person 

interviews lasted longer because the interviewees introduced the investigator to their 

spouses, offered snacks and drinks, wanted to show the investigator around their house, 

and generally enjoyed sitting and talking a little longer after the interview was over. Most 

participants preferred an in-person interview, but because some would require traveling 

60 miles or more, they agreed to conduct the interview by phone. The second 

questionnaire, containing the Secondary Control Coping and Relinquished Control 

Coping questions and the Psychosocial Adjustment to Illness Scale – Short Form, was 

distributed following the interview.  

One week following distribution of the second set of questionnaires, the 

investigator called to ensure that the second questionnaire was received and to answer 

any remaining questions. The participants were encouraged to mail the second 

questionnaire back to the investigator upon completion. Once the second questionnaire 

was received from each participant, the investigator again called the participant to answer 

any further questions and to thank each participant for participating in the study. 

Additionally, 34 participants agreed to allow someone who knows them well 

(e.g., a spouse, caregiver, or close friend) to complete a questionnaire that duplicated 

several scales that were included on the PD patients’ questionnaires. These scales were 

the Goal Orientation Inventory Validation Seeking Scale, Relinquished and Secondary 

Control Coping questions, Satisfaction with Life Scale, and the Psychosocial Adjustment 

to Illness Scale (see Measures for a complete description of all measures used in the 

study). However, due to a clerical problem the Goal Orientation Scale results were not 

usable. The “Informants” completed the questionnaires based on the following 

instructions: “Please answer the following questions according to your view of how the 

main participant in this study (your friend/spouse/relative) looks at life and approaches 

various situations. Please answer the following questions by circling or crossing through 

the number on the scale that is right below each statement to indicate how much you 

agree or disagree with each statement regarding how well you think it applies to your 

friend/spouse/relative.” 
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Seventy-one percent of the informant respondents were female while 29.4% were 

male. All informant respondents were White/Caucasian. With respect to relationship to 

the primary PD participant, 76.5% were spouses, 17.6% daughter/sons, 2.9% friends, and 

2.9% other. Informants knew the PD participants an average of 39.5 years (SD=.46, range 

3-59) and observed the PD participants in an average of four situations (SD=1.1, possible 

situations were work, leisure, chores/household, social situations, with family). Eighty-

two percent of the informants knew the PD participant “Exteremely Well” and 18% knew 

the participant “Very Well”. Sixty-five percent of the informants reported spending at 

least 12 hours per day with the PD participants (8.8% 8-11 hrs, 5.9% 4-7 hrs, 2.9% 1-3 

hrs, 5.9% a few times per week, and 11.8% once per week). 

Measures 

Sample Descriptors 

Descriptive information. The first questionnaire included items to assess 

demographic and other descriptive information that was also collected in McQuillen et al. 

(2003) (see Appendix D). These included age, gender, race/ethnic background, education, 

marital status, living situation, employment status, income, self-assessed financial status, 

major medical problems (other than PD), date of PD diagnosis, and current and prior PD 

treatments.  

Mental status screening. The Telephone Interview for Cognitive Status (TICS; 

Brandt, Spencer, & Folstein, 1988) is a brief telephone-administered screening tool for 

cognitive impairment based on the widely-used Mini-Mental Status Examination 

(MMSE; Folstein, Folstein, & McHugh, 1975). It consists of 11 items tapping memory, 

attention, abstraction, and orientation (see Appendix F). Possible scores range from 0 to 

41, with higher scores indicating less impairment. The TICS has shown good convergent 

validity with the MMSE (Brandt et al., 1988; Carpenter, Strauss, & Ball, 1995; Desmond, 

Tatemichi, & Hanzawa, 1994) and with the Hopkins Verbal Learning Test (Carpenter et 

al., 1995). Reported test-retest reliability for the TICS is good, with reliability estimates 

of r = .97 for a six-week period (Brandt et al., 1988) and r = .90 and r = .74 over one 

month for stroke patients and normal controls, respectively (Desmond et al., 1994). 

Carpenter et al., (1995) found that the results of telephone versus in-person 

administration of the TICS suggest that the two modes of administration are 
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interchangeable. Therefore, the participants who did not have an MMSE score less than 

one year old available from the Johns Hopkins PDRC were administered the TICS. A 

cut-off score of 25 was suggested by Desmond et al. (1994) in order to identify demented 

patients and to identify patients who were not likely to be able to adequately comprehend 

the questionnaires.  

Parkinson’s disease severity. Two measures of PD severity were obtained in 

order to investigate convergent validity (scores for the sample are presented in Table 2). 

The Hoehn and Yahr PD Rating Scale is the most widely used indicator of PD severity 

(Hoehn & Yahr, 1967). This is a 5-point scale in which Stage 1 involves unilateral 

involvement only, Stage 2 exhibits bilateral involvement, Stage 3 indicates impaired 

postural and righting reflexes first evident, Stage 4 indicates fully developed disease, but 

walking and standing without help are still possible, and Stage 5 indicates confinement to 

bed or wheelchair. A Hoehn and Yahr rating was obtained on the basis of patient self-

report on two questionnaire items (see Appendix G), as described in MacCarthy and 

Brown (1989). Physician ratings on the Hoehn and Yahr scale were not available for the 

wide variety of participants obtained in this sample. However, both MacCarthy and 

Brown (1989) and McRae, Diem, Vo, O’Brien, and Seeberger (2002) have reported 

strong relationships between the self-report and physician reported Hoehn and Yahr 

ratings (rs > .80), lending support to the use of patient self-report ratings in place of 

physician ratings. The Hoehn & Yahr scale was used primarily to decribe the sample for 

comparison purposes with existing research. 

Disease severity was also assessed using the Intermediate Scale for Assessment of 

Parkinson’s Disease (Martinez-Martin, 1995). This self-report measure consists of 13 

items (see Appendix H) addressing severity of basic impairments and activity limitations 

associated with PD. The ISAPD has demonstrated very high internal consistency 

reliabilities (! = .97 and .95 in Martinez et al., 1995 and McQuillen et al., 2003, 

respectively) and strong relationships with more extensive PD severity scales (r = .92 

with the Unified Parkinson’s Disease Rating Scale, UPDRS (Fahn, Elton, & Members of 

the UPDRS Development Committee, 1987).  
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Predictor Variables 

Validation-seeking attitudes. Dykman’s (1998) Goal Orientation Inventory (GOI) 

was used to assess Validation-Seeking (VS). The GOI-VS scale (see Appendix I) is an 

18-item measure of the degree to which individuals have “…a strong motivational need 

to establish or prove their basic worth, competence, or likeability” (p. 143). Dykman 

reported excellent internal consistency (Cronbach’s ! = .97) and 10-week test-retest 

reliability (r = .76) from a sample of undergraduate students. Lindsay and Scott (2005) 

found Chronbach’s alphas above .95 for the VS subscale in two samples of undergraduate 

college students, as well as test-retest reliability (10 weeks) of .80. In addition, Young 

(2002) reported good internal consistency (! = .89) for a shortened version of the VS 

scale in a study of the role of goal orientations in coping with memory problems in older 

adults. Dykman (1998) reported good evidence for convergent validity of the VS scale 

through a positive relationship to fear of failure and another anxiety measure, as well as 

lower general self-esteem and negative relationship to inner-directedness from a measure 

of self-actualization. Lindsay and Scott (2005) reported significant correlations between 

VS and anxiety and depression, with no significant relationships with theoretically 

unrelated constructs. Young (2002) provided evidence for the construct validity of a 

shorter version of Dykman’s VS scale in that it was strongly correlated with other, related 

measures of Performance Goal orientation (from Dweck’s [1999] conceptualization) and 

espousal of an entity theory of memory ability.    

Control coping strategies. No existing measure of Secondary Control Coping 

(SCC) or Relinquishing Control Coping (RCC) appropriate for this study were found in 

the literature. Therefore, a new questionnaire was developed based on theoretical 

considerations and pilot testing on 80 undergraduate students who were asked how they 

would cope if they had PD. It was designed to assess the degree to which respondents 

changed their a) attitudes or beliefs, b) what they did, or c) how they did things in order 

to adjust to the impairments related to PD (see Appendix J). The 16 SCC items were 

developed based on the hypothesis that there are four types of SCC: Social-Cognitive 

Adjustment (SCA; changing one’s attitudes or beliefs to match the reality of the disease 

and comparing oneself to others who were worse off); Social-Emotional Support (SES; 

talking with others to manage feelings about the disease); changing What One Does 
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(WHAT; adjust to disease by finding new activities and/or eliminating old activities 

which were more difficult given the disease); and changing How Things are Done 

(HOW; adjusting to the disease by keeping old activities, but changing how they are done 

so they can still be accomplished). Only three items indicating use of RCC strategies 

were developed because the construct is fairly specific and further questions were 

expected to be highly redundant. One item was chosen for each hypothesized facet of 

relinquished control (expressing that nothing can be done for symptoms, simply 

complaining to others about symptoms without any goal, and decreasing activities 

without compensation).  

Since the questionnaire was new, further information on secondary control coping 

was collected in a structured interview in order to examine convergent validity. Interview 

responses were categorized by the type of control coping strategy. First, three raters 

categorized each interview response using the category list in Table E1 (see Appendix E). 

Then, each participant’s responses were rated according to the degree to which they used 

SCC and RCC strategies, respectively (see Tables E2 and E3). The result of all of this 

was a count of the number of each type of response for each participant and a rating of 

the degree to which he/she reported using each strategy. Finally, a single question was 

asked for each type of control coping strategy, and participants were asked to respond on 

a seven-point Lickert-type scale (see Appendix E). 

Adjustment to PD. The self-report short form of the Psychosocial Adjustment to 

Illness (PAIS-SR) was used to assess PD-related participation restrictions. The PAIS-SR 

is a 26-item measure of psychological and social adjustment to disease (Derogatis, 1986; 

Rodrigue, Kanasky, Jackson, & Perri, 2000). There are seven domains covered in the 

original PAIS-SR: Health Care Orientation, Vocational Adjustment, Domestic 

Adjustment, Extended Family Relationships, Social/Leisure Environment, and 

Psychological Distress. For the present study, a shorter version with items comprising the 

Vocational Environment, Social Environment, and Relationship with Partner and Family 

subscales delineated by Rodrigue et al., (2000) were used (see Appendix K).  

The long form of the PAIS-SR has been used in a number of studies on 

adjustment to illness (Derogatis, 1986), including two studies of PD patients (Gilbar & 

Harel, 2000; McQuillen et al., 2003). McQuillen et al. (2003) reported a coefficient alpha 
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of .85 for the total score summed across all domains of the long version of the PAIS-SR. 

Rodrigue et al. (2000) provided evidence for convergent validity of the short form 

through predicted, significant relationships between adjustment to illness as measured by 

the PAIS-SR and depression, anxiety, and quality of life. Items of the shorter version not 

only showed more consistent factor loadings, but that the reliability estimates of the 

scales in the shorter form were better. Rodrigue et al. (2000) also provided the following 

information on the internal consistency (Chronbach’s !) of the six factors of the short 

form: Vocational Environment ! = .79, Sexual Relationship ! = .86, Social Environment 

! = .83, Psychological Distress ! = .81, Relationship with Partner and Family ! = .64, 

and Health Care Orientation ! = .50. They pointed out that Relationships with Partner 

and Family and Health Care Orientation consistently exhibit low internal consistency in 

other studies, and that items on the Health Care Orientation factor may not be 

conceptually related to adjustment to illness. Due to such low internal consistency and 

conceptual issues, Health Care Orientation was not used in this study. Rodrigue et al. 

(2000) suggested that the low internal consistency of the Relationships with Partner and 

Family scale may be due to the small number (3) of items included in the scale. Five 

items added to the PAIS-SR by McQuillen et al. (2001) were included in order to 

measure adjustment with respect to social relationships. These items were included in 

order to encompass non-familial social relationships, as well. The Psychological Distress 

scale was not included in this study because the items overlap conceptually with the BDI, 

the measure of depressive symptoms, and because psychological distress conceptually 

fits elsewhere in the model. One additional modification was made to the PAIS-SR short 

form so that it is more specific to the experiences of individuals with Parkinson’s. As in 

McQuillen et al. (2003), the wording of the items was adjusted so that the phrase “…your 

illness…” was replaced with the phrase “your Parkinson’s disease” or some similar 

phrase as appropriate. Finally, the Sexual Relationships scale was left out of the 

questionnaire because of concern that participants might be offended by the questions and 

decline to complete the study, as was found to be the case in previous pilot work 

(McQuillen et al., 2003).  



 

 31 

Criterion Variables 

A number of different conceptualizations of subjective well-being (SWB) have 

been put forth (Fowler & Warren, 2000). Diener (2000) describes SWB as the subjective 

evaluation of one’s life, including both cognitive and affective components. His idea of 

well-being comes from a hedonic perspective that emphasizes the experience of pleasure 

as a life goal (Ryan & Deci, 2001). Ryff’s (1995) conceptualization expands the concept 

to include self-acceptance, positive relations with other people, autonomy, environmental 

mastery, purpose in life, and personal growth. Ryff’s (1995) conceptualization stems 

from a eudaimonic perspective, eudaimonia being the state in which “people’s life 

activities are most congruent or meshing with deeply held values and are holistically or 

fully engaged” (Ryan & Deci, 2001, p. 5). For the purposes of this study, only one of 

Ryff’s scales (Purpose in Life) was used to capture eudemonia. The other four additional 

constructs in Ryff’s conceptualization were not included because they are too similar to 

other variables in the model (i.e., participation restrictions as measured by the PAIS-SR 

and VS as measured by the GOI) and, in this conceptualization, are more appropriately 

included elsewhere. From Diener’s conceptualization, life satisfaction (cognitive 

component) and depressive symptomatology (emotional component) were included. 

Although it would be parsimonius to find one score indicating overall well-being, 

previous evidence indicates that positive and negative emotions are affected separately by 

different coping strategies (Stone, Kennedy-Moore, & Neale, 1995; Folkman & 

Moskowitz, 2004). Therefore, well-being was separated into two indicators, depression 

(using the Beck Depression Inventory) and Positive Subjective Well-Being (combining 

Purpose in Life and the Satisfaction with Life Scale). 

Life satisfaction. Life satisfaction was measured using the 5-item Satisfaction 

with Life Scale (SWLS) (Pavot, Diener, Colvin, & Sandvik, 1991) (see Appendix L). 

Responses range from “Strongly Disagree” (1) to “Strongly Agree” (7). The SWLS is a 

widely used measure of the life satisfaction component of SWB. Evidence of reliability 

(e.g., ! = .85, 2-month test-retest reliability = .82) and validity have been presented for a 

wide range of populations varying in age, gender, physical health, and mental health 

(e.g., Diener, Emmons, Larsen, & Griffin, 1985; Pavot et al., 1991; Pavot & Diener, 

1993), including a study of PD patients (McQuillen et al., 2003).  
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Purpose in life. Ryff’s (1989) Purpose in Life subscale of her Scales of 

Psychological Well-Being was used to measure this aspect of SWB (see Appendix M). It 

contains 14 items for which responses range from “Strongly Disagree” (1) to “Strongly 

Agree” (7). Ryff (n.d.) reported good internal consistency for this subscale (!=.88), and 

the correlation between this 14-item version and a 20-item parent scale was reported at 

.98. In a sample of young adults, Wrosch, Scheier, Milder, Schulz, & Carver (2003) 

found an internal consistency of ! = .81. Six-week test-retest reliability for the 20-item 

measure was reported at .82 with participants from a broad rang of ages (Ryff, 1989). 

Ryff also reported evidence for convergent validity in that the Purpose in Life scale 

correlated positively with life satisfaction and self-esteem, and negatively with 

depression and beliefs that control lies in the hands of powerful others and chance. 

Depressive symptomatology. The Beck Depression Inventory (BDI) (Beck, Ward, 

Mendelson, Mock, & Erbaugh, 1961) was used as a measure of depressive 

symptomatology, and is intended to tap the more negative emotional aspects of SWB (see 

Appendix N). The BDI is a well-known instrument for measuring levels of depression in 

a variety of populations. It is a 21-item measure that includes both cognitive and somatic 

items. Participants were asked to choose the most self-relevant description of themselves 

over the past week from four to six one-sentence response choices. In a meta-analysis of 

90 articles that reported reliability estimates for the BDI, Yin and Fan (2000) found a 

mean internal consistency of 0.84 and mean test-retest reliability of 0.69 across studies.  

There has been some debate as to the appropriateness of the use of the BDI in PD 

patients, as well as in elderly participants, because of the possibility that endorsement of 

somatic items on the BDI by these populations may reflect actual disability and 

consequences of aging and chronic illness rather than depressive symptoms. However, 

the BDI has been used extensively in research with PD patients, as well as with other 

chronically ill and aged populations. Further, several studies have reported supportive 

evidence for the use of the entire 21 item BDI with PD patients (Erdal, 2001; Gotham, 

Brown, & Marsden, 1986; Levin, Llabre, & Weiner, 1988; McQuillen et al., 2001; 

Leentjens, Verhey, Luijckx, & Troost, 2000). Additionally, studies have found that BDI 

scores are more strongly related to participants’ subjective impressions of disability and 

severity of the disease than to objective measures of physical disability and severity 
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(Gotham et al., 1986; Schrag et al., 2001). Good internal consistency reliabilities have 

been reported for the BDI with PD patients (e.g., ! =.88 by Levin et al., 1988 and ! =.85 

by McQuillen et al., 2003). 
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RESULTS 

 

 

Evaluation of Indicators 

Previous evidence of reliability and validity of measures for the purposes of this 

study was presented in the methods section. Here, evidence available from the current 

sample, along with assumptions of univariate normality, were evaluated for all variables 

considered for use in tests of the primary hypotheses. The cutoff suggested by 

Tabachnick and Fidell (1996) of p < .01 (Shapiro-Wilkes test) for small to moderate 

samples was used to evaluate the significance of violations of normality (e.g., skew and 

kurtosis). Table 3 presents descriptive statistics and internal consistency reliability 

coefficients (Cronbach’s !) for these variables. 

 
 
 
Table 3   
Descriptive Statistics for All Potential (Untransformed) Variables  

Construct Mean Median SD 
Sample 
range 

Possible 
range 

Reliabilitya 

Control Variables       

Disease severity 11.44 10.00 6.13 0-28 0-39 .88 

     Age 69.40 70.00 7.43 56-89 n/a n/a 

     Financial satisfaction 5.93 6.33 1.08 2.2-7.0 1-7 .90 

Predictor Variables 

     Validation-seeking  41.47 34.00 23.14 18-106 18-126 .96 

     Secondary control       
      coping  

2.19 2.82 0.47 1.9-4.1 1-5 .74 

     Relinquished  
     control coping  

2.10 2.00 0.73 1-3.7 1-5 .53 

     Adjustment to  PD 6.45 6.28 1.40 4.2-9.2 4-16 .87 

Criterion Variables 

     Satisfaction with life  24.87 26.00 6.51 9-35 5-35 .87 

     Purpose in life  67.35 68.50 9.26 46-83 14-84 .72 

Depressive symptoms 8.16 7.00 4.50 2-20 0-65 .88 

a Internal Consistency (Cronbach’s !) 
b Psychosocial Adjustment to Illness Scale-Self Report total as calculated in previous research; the entire scale was 
reverse coded for regression analyses for ease of interpretation. 
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Potential Control Variables 

Based on previous research (McQuillen et al., 2003), age, financial satisfaction 

and disease severity were considered as potentially important covariates. In addition to 

examining their distributions, their bivariate relationships with the primary variables were 

evaluated (criterion for inclusion was bivariate correlation with p < .10). 

 Inspection of histograms and tests of significance of normality indicated that age 

was normally distributed in this sample with one outlier—one individual was 89 years 

old, which was still within the targeted population. However, age was not significantly 

correlated with any independent variable in the study. Reported financial satisfaction in 

this sample was high with only one participant obtaining a score of less than 4 (“Neither 

Disagree nor Agree”) on the 7-point scale. As such, the variable was severely negatively 

skewed (Shapiro-Wilkes test significant at p < .001). Despite efforts to transform the 

variable using reflection, square root, and logarithmic methods, as suggested by 

Tabachnick and Fidell (1996), financial satisfaction remained significantly skewed at p < 

.001. Not surprisingly given the distribution, financial satisfaction did not evidence 

bivariate correlations with p-values less than .10 for any of the independent variables. 

Given these results, age and financial satisfaction were not included as covariates in the 

analyses reported here. (Note: All reported primary analyses were re-run including both 

age and financial satisfaction. In these analyses, some p-values increased slightly due to 

the additional variables. However, no meaningful changes in magnitudes or directions of 

relationships or conclusions were found.) 

Disease severity, as measured by the Intermediate Scale for the Assessment of 

Parkinson’s Disease (ISAPD) correlated significantly with SCC (r = .38, p = .008). 

Disease severity was not related to the other primary independent variable, validation 

seeking (r = .01, p = .942). Therefore, disease severity was included in analyses for 

which it was a relevant covariate. 

Predictor Variables 

Validation seeking (VS). In this study, VS was measured by Dykman’s (1988) 

Goal Orientation Inventory – Validation Seeking Scale (GOI-VS). High internal 

consistency was found for the 18 items of the GOI-VS scale (see Table 3). Inspection of 

the histogram identified two outliers. No evidence was found for data errors or inaccurate 
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sampling. The two outlying participant scores were 24 and 19 points higher than the next-

highest scores obtained in the sample (82). Therefore, those two scores were changed to 

84 and 83, respectively, to decrease the impact of the outliers. The mean for the new VS 

scale (with the two outliers changed to decrease impact) was 40.6 (SD = 21.12). 

However, the scale remained positively skewed (Shapiro-Wilkes test p < .001). After 

applying a logarithmic transformation, the GOI-VS scale remained somewhat positively 

skewed, but within limits suggested by Tabachnik and Fidell (1996) (suggested to reject 

if p < .001; in this case p = .006). Therefore the transformed GOI-VS score was used in 

the reported analyses. (Note: All reported primary analyses were re-run using the 

original, untransformed GOI-VS scores but no meaningful changes in conclusions were 

found.)  

Secondary control coping (SCC). As described in the methods section, a 16-item 

secondary control coping self-report questionnaire was developed as the primary measure 

of this construct, while information for examining convergent validity was collected via 

informant-report on the same questionnaire, and also from a structured interview with the 

PD participants. There were three types of SCC scores derived from the interview: a) 

total number of responses categorized as SCC (“Number SCC-Interview”), b) ratings by 

the study personnel of the degree to which the participant’s responses reflected the use of 

SCC (“Exp-Ratings SCC-Interview”), and c) a single rating by the participant of the 

degree to which she/he used SCC (“Part-Rating SCC-Interview”). A comparison of 

reliability information and relationships among these measures of SCC are presented in 

Table 4.  
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Table 4 
Correlations Among Secondary Control Coping (SCC) Measures and Reliability  

SCC Variable 
SCC 

question-
naire 

Informant 
SCC 

questions 

No. SCC 
interview 

Part-rating 
SCC 

interview 

Exp-rating 
SCC 

interview 

Reliability 

SCC 
questionnairea

 
-     .74f

 

Informant 
SCC 
questionse 

  .40* 
n=34 

-    .76f 

No. SCC 
interviewb

 

    .40** 

n=48 

.19 

n=34 
-   .96g

 

Part-rating 
SCC 
interviewc

 

  .29* 

n=44 

.14 

n=34 

.15 
n=44 

-  n/a 

Exp-rating 
SCC 
interviewd

 

.23  
n=48  

.23 

n=34 

  .39** 

n=48 

.08 

n=44 
- .58g

 

a Self-report questionnaire data (16-item scale). b Number of SCC responses given during participant interview with 
square root transformation. c Lickert scale response to single-question asked during interview, dichotomized such that 
coefficients are Spearman Rho. d Rating of degree to which participant reported SCC strategies (n = 44 due to 
dichotomization of variable). e Informant questionnaire report of patient’s use of SCC strategies, n = 34 for informant 
data. f Cronbach’s alpha / internal consistency reliability. g Cohen’s Kappa interrater reliability.       
* p < .05  ** p <  .01 (two-tailed). 

 
 
 
Acceptable internal consistency reliability (coefficient alpha) was found for both 

the PD participants’ and the informants’ scores on the 16 items of the SCC scale, while 

moderate to excellent interrater reliabilities (Cohen’s Kappa) were found for Exp-Ratings 

SCC-Interview and Number SCC-Interview, respectively. The PD participants’ and 

informants’ scores on the questionnaire as well as the Exp-Ratings SCC-Interview scores 

were normally distributed with no apparent outliers. The distribution of the Number 

SCC-Interview responses violated the assumption of normal distribution as evidenced by 

a significant Shapiro-Wilkes Test (p<.001). Therefore, a square root transformation was 

applied. Since responses to the Part-Rating-SCC Interview question asked during the 

interview were quite deviant from normal with a bimodal distribution, this variable was 

dichotomized such that those endorsing 1 through 3 on the Lickert scale were coded as 

“1” and those endorsing 5 through 7 as “2” (three participants whose scores were 4 were 

dropped from this scale).  

The pattern of interrelationships seen in Table 4 is generally supportive of 

convergence of all other measures with the PD participants SCC questionnaire scores, 
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although the magnitudes were not high and the relationship with Exp-Ratings SCC-

Interview was not statistically significant (this score was significantly correlated only 

with Number SCC-Interview). Given its reasonable distributional, reliability, and 

convergent evidence, the SCC questionnaire score will be used in the primary analyses, 

although the moderate levels of these convergent relationships will need to be considered 

in the interpretation of results involving the SCC questionnaire scores. 

Relinquished control coping (RCC). Table 5 presents similar reliability and 

convergent validity for the data for the PD participants’ RCC questionnaire scores. The 

internal consistency reliability of the three-item self-report RCC questionnaire scale was 

low, both for the PD participants’ responses and for the informant responses. Although 

the interrater reliabilities of the interview scores were similar to those for SCC, during the 

interview only six of 48 PD participants reported any use of RCC strategies even though 

most of these participants endorsed some use of RCC strategies on the RCC 

questionnaire. On the Part-Rating RCC – Interview (single RCC interview question), 43 

participants endorsed “1” or “2” out of a 7-point rating scale (indicating “not at all” or 

“very little” use of RCC). Similarly, the RCC interview ratings were skewed and lacking 

in adequate variability. Unlike SCC measures, the RCC measures did not show any 

significant patterns of correlations to support any particular measure. Given that the 

measures lack adequate evidence for convergent validity and reliability, it seems that the 

measures of RCC are not adequate.  Given the problems with this construct and/or 

measure, RCC was omitted from the primary analyses. 
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Table 5 

Correlations Among Relinquished Control Coping Measures and Reliability 

RCC 
Variable 

RCC 
questions 

Informant 
RCC 

questions 

No. RCC--
interview 

Part-rating 
RCC--

interview 

Exp-rating 
RCC--

interview 

Reliability 

RCC 
questionsa

 
- 

 
   .53f

 

Informant 
RCC 
questionse 

 .23 
n=34 

-    .53f 

No. RCC--
interviewb

 
 .14 

.22 
n=34 

-   .91g
 

Part-rating 
RCC-- 
interviewc

 

-.03 

n=44 

.12 
n=34 

.23 

n=44 
-  n/a 

Exp-rating 
RCC-- 
interviewd

 

 .14 

n=48 

.22 
n=34 

    .96** 

n=48 

.18 

n=44 
- .58g

 

a Self-report questionnaire data (16-item scale). b Number of RCC responses given during participant interview. c 
Lickert scale response to single-question asked during interview. d Rating of degree to which participant reported RCC 
strategies. e Informant questionnaire report of patient’s use of RCC strategies; n = 34 for informant data. f Cronbach’s 
Alpha / internal consistency reliability estimate. g Kappa Coefficient for raters. 
* p < .05  **  p <  .01 (two-tailed). 

 
 
 
Adjustment to PD. The McQuillen et al. (2003) version of the short form of the 

Psychosocial Adjustment to Illness Scale (PAIS-SR) (Derogatis, 1986; Rodrigue et al., 

2000) was used as the primary measure of the degree to which individuals had adjusted to 

PD and were not experiencing restrictions in their participation in various areas of life. It 

was used as a predictor variable in Hypotheses III and IV and as a criterion variable in 

Hypotheses I and II. Although higher scores on the PAIS-SR typically reflect poor 

adjustment, the scale was reverse-coded here for ease of interpretation. Thus, in this 

study, high scores indicate better adjustment. Good internal consistency reliability 

(Cronbach’s !) was found in this sample (see Table 3) and the score distribution was 

consistent with that reported for PD patients by McQuillen et al. (2003). Informants also 

completed this same scale. The two measures of Adjustment to PD correlated highly (r = 

.65, p < .001; n = 34), supporting convergent validity. It should be noted, that of all of the 

measures given to informants, this is the only one that included aspects of the PD 

patient’s life which they were likely to have directly observed (e.g., whether or not the 

patient reduced social activities due to PD).  
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Criterion Variables 

Subjective Well-being. The first hypothesized indicator of subjective well-being 

in this study was the Satisfaction with Life Scale (SWLS) (Pavot et al., 1991). The SWLS 

as completed by PD participants had high internal consistency reliability with no 

evidence of violation of the assumption of univariate normality (see Table 3). One outlier 

was identified for the SWLS. One participant obtained a total score of 5, which was 5 

points lower than any other scores. It was also the minimum attainable score on that 

measure, which ranges from 5 to 35. Upon reviewing that participant’s questionnaire, it 

appears that he/she simply circled all “1’s” on two pages of the questionnaire containing 

all of the SWLS items and four of the 18 GOI-VS items (deletion of those four VS items 

did not change the participant’s mean score for VS). All other pages appeared to be filled 

out conscientiously (as determined by examining items that were and were not reverse-

scored, which showed consistency of responses within constructs rather than being 

answered based on the direction of the scale). Additionally, the participant’s total score 

on the other well-being scales (BDI and the Purpose in Life) were inconsistent with the 

score on the SWLS. Therefore, the participant’s SWLS score was replaced with the mean 

average for the sample in order to retain power. Removing the outlier improved the 

normality of the distribution of the data. Replacing the deleted SWLS outlier with the 

mean resulted a change in mean from 24.9 (SD = 6.5) to 25.0 (SD = 6.4). Scores for this 

sample were consistent with that found by Pavot and Diener (1993) in a sample of 

healthy older adults, but were somewhat higher than SWLS scores for the PD sample 

obtained by McQuillen et al. (2003) (M = 20.5). All reported primary analyses were re-

run dropping all of the one outlier’s data from analyses, but no meaningful changes in 

conclusions were found. Additionally, the SWLS was given to informants. The 

correlation between participant and informant scores did not reach statistical significance 

(r = .30, p = .09; n = 34).  

Another measure of well-being was the Purpose in Life Scale (PiL) (Ryff, 1989). 

Internal consistency reliability in this sample was good, and the distribution was normal 

with no apparent outliers. While developing the scale, Ryff (1989) reported separate 

means for a sample of healthy older adults (Women: M = 88.6; Men: M = 92.9) that were 

somewhat higher than that obtained in my sample.  
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The bivariate correlation between the SWLS and Purpose in Life Scales in this 

study was statistically significant and large in magnitude (r = .54, p < .01). No significant 

correlations were found between these two measures and the BDI. Therefore, the two 

scales were averaged to form the composite Positive Subjective Well-Being (PSWB) 

score.  

The third indicator of subjective well-being was depressive symptomatology as 

measured by the Beck Depression Inventory (BDI) (Beck et al., 1961). Internal 

consistency was acceptable and no outliers were apparent, but the distribution was 

positively skewed (Shapiro-Wilkes test p < .01). Square root transformation decreased 

skew to an acceptable level (Shapiro-Wilkes test p = .11) and did not substantially alter 

the results of the primary analyses. The mean score for the BDI in this sample was 

slightly lower than that obtained by McQuillen et al. (2003) (M = 11.4) and by Levin, 

Llabre, and Weiner (1988) (M = 11.6).  

 

Tests of the Hypothesized Model 

 

All a priori hypotheses are unidirectional and, therefore, will employ one-tailed 

tests of significance. A priori statistical power for hypotheses involving bivariate 

correlations (with p < .05 and n = 48) ranged from .75 for r = .30 to .83 for r = .35 to .92 

for r = .40. The a priori power (p < .05 and n = 48) for partial regression coefficients and 

semi-partial correlation coefficients (e.g., change in R2) used to test some of the 

hypotheses, assuming an initial R2 of .25 for a set of 3 covariates, ranged from .75 for an 

increase in R2 = .075 to .96 for an increase in R2 = .15. Descriptive statistics are presented 

in Table 6 for all variables to be used in the primary analyses. 
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Table 6 
Variables (Transformed where Necessary) Used to Test Hypotheses 

Variable Mean Median SD 
Sample 
Range 

Possible 
Range 

Scale 
Reliability 

Predictor variables       

    Disease severity 11.44 10.00 6.13 0-28 0-39 .88 

    Validation seekinga 40.63 34.00 21.12 18-84 18-126 .96 

    Secondary control  
       Coping 

2.19 2.82 0.47 1.9-4.1 1-5 .74 

    Adjustment to  
       PD b 

6.45 6.28 1.40 4.2-9.2 4-16 .87 

Criterion variables       

    Satisfaction with life 25.02 26.00 6.39 9-35 5-35 .87 

    Purpose in life 67.35 68.50 9.26 46-83 14-84 .72 

    Positive subjective  
      well-being 

9.75 10.21 1.81 
5.6 - 
12.5 

 .87 

    Depressive 
symptomsc 

2.75 7.00 0.76 1.4 - 4.7 0 – 8.1 .88 

Note. Scale Reliability = Internal Consistency using Cronbach’s !. Positive subjective well-
being is a composite of the SWLS and PiL scales. 
a Logarithmic transformation of the Validation seeking scale. bPsychosocial Adjustment to 
Illness Scale-Self Report total as calculated in previous research; the entire scale was 
reverse coded for regression analyses for ease of interpretation. c Square root 
transformation of BDI score. 

 
 
 
 

Table 7 presents bivariate correlations among the variables used in the primary 

analyses. The overall results (including bivariate and partial relationships) are 

summarized in Figure 3 (where the last criterion variable is PSWB) and Figure 4 (where 

the last criterion variable is depressive symptoms), which depict the complete 

hypothesized models. Note that the only differences in these two figures are those paths 

leading directly to the last criterion variable. Results for the various components of the 

complete models will be described sequentially below. The following hypotheses build 

on one another to test the relationships implied in the figures below. 
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Table 7 
Correlation Matrix for All Variables Used in Primary Analyses 

 

Disease 
severity 

Valida-
tion 

seeking 

Secondary 
control 
coping 

Adjust-
ment to 

PD 

Satisfac-
tion with 

life 

Purpose 
in life 

Depressive 
symptoms 

Disease   
   severity 

-       

Validation  
   seeking 

.02 -      

Secondary   
control 
coping 

   .38†† .20 -     

Adjustment 
to PD 

 -.49†† -.22   -.47 -    

Satisfaction  
with life 

-.19   -.44** .02   .44** -   

Purpose in 
life 

-.23   -.50** -.15   .44**      .54** -  

Depressive  
 symptoms 

  .07    .33*    .31 -.46** -.22 -.38** - 

Positive 
well-being 

-.23   -.48** -.04   .49**       .95**    .77** -.30* 

Note. n = 48; Relationships with disease severity are marked as significant using two-tailed test because 
there were no a priori hypotheses dealing with this variable. All others are only marked significant if they 
were statistically significant and in the hypothesized direction (e.g., relationship between SCC and 
Adjustment to PD is not marked because the relationship is negative, not positive). 
a Positive Subjective Well-Being is a composite of Purpose in Life and Satisfaction with Life Scales.  
* p < .05; ** p < .01 (one-tailed tests); †† p < .01 (two-tailed tests without directional a priori hypotheses). 
 

 

  

 

 

 

 

 

 

 

 
 

 

Figure 3. Hypothesized model predicting positive subjective well-being, controlling for 
disease severity. 
 
Note. Standardized regression coefficients (") presented first with squared semi-partial correlations (sr2), 

then squared bivariate correlation coefficients. Disease severity is a control variable throughout analyses. 
Letters b-e used for reference in Tables 8 and 9. The path between VS (controlling for disease severity) and 
SCC (a) was found from a regression equation predicting SCC from VS and disease severity (R = .43, R2

adj 

= .14, B = .42, SEB = .29, Beta = .20, sr2 = .04, p = .20). This was not presented in text because the 
hypothesis was discounted based on the lack of significant bivariate correlation. 
* p < .05; ** p < .01 (one-tailed significance tests) 

a 
b c 

d 

e " = - .43** 

sr2
 = .17** 

r
2
 = .23** 

" = - .15 

sr2
 = .02 

r
2
 =  .05 

Secondary 
control 
coping 

Validation 
seeking  

Adjustment 
to PD 

PSWB 
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Figure 4. Hypothesized model predicting depressive symptoms, controlling for disease 
severity. 
 
Note. Standardized regression coefficients (") presented first with squared semi-partial correlations (sr2), 

then squared bivariate correlation coefficients. Disease severity serves as a control variable throughout the 
analyses. Letters g-j are used for reference in Tables 8 and 10. The coefficient indicating the path between 
VS/DS and SCC (f) was found from a regression equation predicting SCC from VS and DS (R = .43, R2

adj = 
.14, B = .42, SEB = .29, " = .20, sr2 = .04, p = .20). 

* p < .05; ** p < .01 (one-tailed significance tests) 

 

 
 
 
Hypothesis I  

Validation seeking (VS) will be negatively related to positive subjective well-

being (PSWB) and positively related to depressive symptoms, independent of disease 

severity. As previously stated, disease severity was not significantly correlated with VS (r 

= .02, p = .90), so there was no need to include it as a control variable in this analysis. As 

shown in Table 7, VS did exhibit the hypothesized statistically significant negative 

correlation with PSWB and positive correlation with depressive symptoms. 

Hypothesis II 

VS will be negatively related to adjustment to PD, independent of disease 

severity. Again, because disease severity was not significantly correlated with VS it was 

not included as a control variable in this analysis. As shown in Table 7, VS was not 

significantly related to adjustment to PD. Therefore, this hypothesis was not supported.  

f g h 

i 

j " = .21 

sr2
 = .03 

r
2
 = .11* 

Secondary 
control 
coping 

Validation 
seeking  

Adjustment 
to PD 

Depressive 
symptoms 

" = .20 

sr2
 = .04 

r
2
 = .04 

" = -.30 

sr2
 = .07 

r
2
 = .22 

" = - .15 

sr2
 = .02 

r
2
 =  .05 

" = -.46** 

sr2
 = .14** 

r
2
 = .21* 
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Hypothesis III 

VS will have an indirect effect on adjustment to PD through SCC. This indirect 

effect will include a negative relationship between VS and SCC, and a positive 

relationship between SCC and Adjustment to PD. In order to demonstrate this 

mediation, VS must be correlated with adjustment to PD, as demonstrated in Hypothesis 

II.  More importantly, VS must be significantly correlated with the mediator (SCC), and 

the mediator must be correlated with adjustment to PD and in the hypothesized direction 

(Kenny, 2004).  However, these necessary components of the hypothesized mediated 

relationship were not found. VS did not have a significant negative bivariate (see 

Hypothesis II) or partial (see Table 8) relationship with adjustment to PD, and also did 

not have a significant negative relationship with SCC (see Table 7). Further, SCC did not 

have a significant positive bivariate (see Table 7) or partial (see Table 8) relationship 

with adjustment to PD. Thus, this mediational hypothesis clearly was not supported.  

However, the variables entered into the regression equation presented in Table 8 do 

account for a moderate amount of variance in predicting adjustment to PD, primarily 

through disease severity and SCC (although not in the direction hypothesized). 

  
 

 

Table 8 
Hierarchical Regression Analysis for Predicting Adjustment to PD from Disease 

Severity, Validation Seeking and Secondary Control Coping  

Independent variables B SE B " sr
2
 

Fig 1 & 2 
paths 

R = .60, R2
adj = .31, F (3,44) = 8.06**  

Disease severity -0.38 0.13 -0.37     0.12**  
Validation seeking -4.31 3.47 -0.15 0.02 d,i 
Secondary control -3.85 1.74 -0.30 0.07 b,g 

Note. Where the squared semi-partial correlation is noted to be significant, this also applies to the regression 
coefficients. n = 48. 
* p < .05; ** p < .01 (one-tailed significance tests); 
 

 

 

Hypothesis IV 

Validation seeking will have an indirect effect on well-being (PSWB and 

depressive symptoms) through SCC and adjustment to PD, as well as an indirect effect 
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through adjustment to PD only. Also, SCC will have indirect effects on well-being 

through adjustment to PD. Tests of this overall hypothesis will be analyzed separately 

below for PSWB and depressive symptoms. 

Predicting PSWB. Results for analyses relevant to this hypothesis are presented 

in Tables 7, 8, and 9, and are summarized in Figure 3. Overall, the control variable and 

four predictor variables accounted for a moderately high proportion of the variability in 

PSWB, with all but disease severity contributing meaningfully (see Table 9). However, 

contrary to the hypothesis, no significant indirect effects were found from VS to PSWB 

either through secondary control coping or adjustment to PD. Although contrary to the 

hypothesis, this was to be expected after finding that neither Hypothesis II nor III were 

supported, including a lack of evidence for mediation. The only predicted relationships 

from this hypothesis that were found were the positive bivariate and partial relationships 

between Adjustment to PD and PSWB, and between VS and PSWB. However, given that 

there was no evidence for the direct or indirect contributions of any of the other variables, 

the overall model suggested by this hypothesis and depicted in Figure 3 cannot be said to 

have been supported by the data. 

 
 
 

Table 9 
Hierarchical Regression Analysis for Predicting Positive Subjective Well-Being from 

Validation Seeking, Coping Strategy, and Adjustment to PD 

Independent 
variables 

B SE B " sr
2
 Fig 1 paths 

R = .68, R2
adj = .41, F(4,43) = 8.99**   

Disease severity -0.02 0.04 -0.10    0.01  
Validation seeking -3.56 0.97 -0.43 0.17** e 
Secondary control 1.19 0.50 0.31    0.07  
Adjustment to PD 0.14 0.04 0.49  0.16** c 

* p < .05; ** p < .01 (one-tailed significance tests). n = 48. 

 

 

 

 

Predicting depressive symptoms. Results for analyses relevant to this hypothesis 

are presented in Tables 7, 8, and 10, and are summarized in Figure 4. Overall, the control 

variable and four predictor variables accounted for a meaningful proportion of the 
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variability in depressive symptoms, but the only meaningful contributor to depressive 

symptoms was adjustment to PD (see Table 10). But again, contrary to the hypothesis, no 

significant indirect effects were found from VS to depressive symptoms, either through 

secondary control coping or adjustment to PD. As was the case for PSWB, this was to be 

expected since neither Hypothesis II nor III were supported. Unlike results for PSWB 

however, the significant bivariate relationship between VS and depressive symptoms no 

longer was significant after partialing out disease severity, SCC, and adjustment to PD 

(see Table 10). As predicted by the model, higher levels of adjustment to PD significantly 

predicted lower levels of depressive symptoms in both bivariate and partial relationships. 

However, overall the model depicted in Figure 4 cannot be said to have been supported 

by the data in that none of the predicted indirect (or mediated) effects were found and 

only one (adjustment to PD) of the predicted direct effects was found.  

 
 
 
Table 10 
Summary of Hierarchical Regression Analysis for Predicting Depressive Symptoms from 

Validation Seeking, Coping, and Adjustment to PD 

Independent Variables B SE B " sr2 Figure 2 paths 

R = 0.55, R2
adj = 0.24, F (4,43) = 4.79**   

Disease severity -0.03 0.02 -0.21 0.03  

Validation seeking 0.73 0.46 0.21 0.04 j 

Secondary control 0.21 0.24 0.13 0.01  

Adjustment to PD -0.06 0.02 -0.46 0.14** h 

* p < .05; ** p < .01 (one-tailed significance tests) 
 
 
 
 

Post Hoc and Exploratory Analyses 

 

 
This section investigates further aspects of the data that might explain unexpected 

results, most notably those involving SCC. SCC was expected to be negatively related to 

validation seeking and positively related to both adjustment to PD and to subjective well-

being (the latter indicated by a positive relationship to PSWB and a negative relationship 

to depressive symptoms). SCC was also expected to mediate the relationship between VS 

and adjustment to PD. However, as shown in Table 7, no significant relationships were 
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found between SCC and either VS or PSWB. In addition, although not statistically 

significant using directional tests (one-tailed), moderate sized relationships in the 

opposite direction as hypothesized were found between SCC and each of the adjustment 

to PD (r = -.47, p = .001), VS (r = 20, p = .17), and depressive symptoms (r = .31, p = 

.04) variables in post hoc 2-tailed tests. Two possible reasons for the unexpected results 

were explored. First, I examined other methods of measuring SCC than the self-report 

questionnaire. Second, I explored whether components of SCC might have exhibited 

differential relationships with the other variables in the model. 

Other Measures of Secondary Control Coping 

As noted in the methods section, in addition to obtaining SCC data via the self-

report questionnaire, both interviews and informant questionnaires were included to 

evaluate convergent validity. I examined relationships of these other measures of SCC 

with the other variables in the model (see Table 11). However, use of different measures 

of SCC did not result in significant hypothesized relationships with VS. There were also 

some apparent inconsistent relationships between VS and other measures of SCC with 

respect to the magnitude of the correlations. Correlations between adjustment to PD and 

these other measures of SCC also did not support the hypothesized positive relationship. 

No other measures exhibited relationships with subjective well-being measures that were 

more consistent with hypotheses than did the SCC questionnaire. Therefore, the SCC 

questionnaire was at least as good a measure as any others, so the SCC questionnaire was 

investigated further to identify anything that might explain the unexpected correlations.    
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Table 11 
Correlation Matrix for Other Measures of SCC and Primary Variables 

 

Disease 
severity 

Validation 
seeking 

Adjustment 
to PD 

Depressive 
Symptoms 

Positive 
subjective 

well-beinga 

SCC 
questionnaire 

.38** 
p=.01 

.20 
p=.17 

-.47** 
p<.01 

.31* 
p=.04 

-.04 
p=.77 

Informant SCC 
questionnaire 

.38* 
p=.03 

-.20 
p=.27 

-.24 
p=.18 

.14 
p=.42 

.06 
p=.76 

No. SCC 
interview 

.37* 
p=.01 

-.06 
p=.71    

-.23 
p=.11 

.03 
p=.85 

-.04 
p=.77 

Part-rating 
SCC interview 

.27 
p=.07 

-.16 
p=.30 

.05 
p=.76 

.34* 
p=.02 

.25 
p=.09 

Exp-rating 
SCC interview 

.23 
p=.12 

-.23 
p=.12 

-.19 
p=.21 

.04 
p=.79 

.08 
p=.60 

Note. Intercorrelations among other measures of SCC were presented previously in Table 4 and 
intercorrelations among variables from primary analyses were presented in Table 7; n = 34 for all 
correlations involving informant data; n = 44 for all other correlations involving Experimenter Rating SCC 
interview; n=48 for all remaining correlations. .  
a Positive Subjective Well-Being is a composite of Purpose in Life and Satisfaction with Life Scales. 
* p < .05; ** p < .01 (two-tailed significance tests). 
 

 

 

SCC Components 

As conceptualized in the primary self-report questionnaire and described in the 

methods section, SCC consisted of four components (see Appendix J) — Social-

Emotional Support (SES – talking with others to manage feelings about the disease), 

Social Cognitive Adjustment (SCA – changing one’s attitudes or beliefs to match the 

reality of the disease and comparing oneself to others who were worse off), Changing 

What One Does (WHAT – adjust to disease by finding new activities and/or eliminating 

old activities which were more difficult given the disease), and Changing How Things 

Are Done (HOW – adjusting to the disease by keeping old activities, but changing how 

they are done so they can still be accomplished). To see if these component SCC scores 

might help explain the unexpected results, I computed scores for each component and 

examined their relationships with the other variables in the model using exploratory 2-

tailed tests of statistical significance (see Table 12).  The correlations with the two scales 

comprising PSWB were also investigated separately in case one aspect of PSWB was 

consistently better predicted by SCC than another.  
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Table 12 
Correlation Matrix for Components of SCC and Primary Variables 

 

Social 
cognitive 

adjustment 

Social 
emotional 

support 

How things 
are done 

What is done 

Social cognitive adjustment --    

Social emotional support 
.28 

p=.05 
--  

 

How things are done 
.14 

p=.33 
.25 

p=.08 
-- 

 

What is done 
.27 

p=.06 
.19 

p=.19 
.42** 
p<.01 

-- 

Disease severity 
.21 

p=.16 
.04 

p=.79 
.28 

p=.05 
.47** 
p<.01 

Validation seeking 
.20 

p=.17 
.12 

p=.42 
.04 

p=.80 
.25 

p=.08 

Adjustment to PD 
-.26 
p=.08 

-.04 
p=.78 

-.29* 
p=.05 

-.65** 
p<.01 

Depressive symptoms 
.16 

p=.28 
.14 

p=.33 
.14 

p=.34 
.39** 
p=.01 

Satisfaction with life 
-.18 
p=.22 

.13 
p=.37 

.30* 
p=.04 

-.18 
p=.21 

Purpose in life 
-.18 
p=.22 

.06 
p=.68 

.07 
p=.62 

-.34* 
p=.02 

Positive subjective well-beinga 
-.20 
p=.17 

.12 
p=.41 

.26 
p=.08 

-.26 
p=.07 

Note. Intercorrelations for variables used in primary analyses were presented previously in Table 7; n=48. 
a Positive Subjective Well-Being is a composite of Purpose in Life and Satisfaction with Life Scales.   
* p < .05; ** p < .01 (two-tailed significance tests). 

 
 
 

As seen in Table 12, it appears that the significant relationship found between 

SCC and disease severity reported in Table 7 was primarily due to the WHAT component 

and, to a lesser degree, to the HOW component.  For these PD patients, greater disease 

severity was related to greater use of coping goals involving changes in the nature or 

types of their activities and, when maintaining old activities, in how they did them. Much 

weaker evidence was seen for changing their attitudes and evaluative beliefs (SCA) to 

match their disease severity, and there was no evidence that they sought emotional 

support or release (SES) more or less frequently with increased disease severity.  

Consistent with results for overall SCC, none of the components were 

significantly related to VS, although it appears the magnitude of the sample correlation 

with SCC was primarily due to reported changes in what these PD patients did (WHAT) 
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and in their beliefs and attitudes (SCA). Still, overall my data does not provide support 

for a relationship between VS and SCC or any of its components.  

Similar to the composite SCC score, none of the SCC components showed the 

hypothesized positive correlation with adjustment to PD. In fact, using two-tailed tests for 

exploratory purposes, all except SES (whose correlation was virtually zero) were also 

negatively rather than positively related to adjustment to PD (although SCA was so with 

p < .08). This suggests the possibility that SCC strategies other than seeking emotional 

support might have negative rather than positive effects, as originally hypothesized. 

All component scores for this sample showed the unexpected positive 

relationships with depressive symptoms that were also found for SCC in the exploratory 

two-tailed regression analyses. However, only that for the WHAT component was 

statistically significant with the others being of much smaller magnitude and with much 

higher probabilities of Type I errors (all ps > .20). Overall, these results again suggest 

that at least the WHAT component of SCC might be detrimental rather than beneficial.  

Finally, some additional insight into the unexpected nearly zero correlation 

between SCC and PSWB was provided by examination of the composite SCC scores. 

Although none were statistically significant at p < .05, sample correlations above .20 

were found for HOW (in the hypothesized positive direction) and for WHAT and SCA 

(in the unexpected negative direction). Apparently, these opposite directioned 

relationships canceled each other out resulting in the nearly zero overall relationship 

found for the composite SCC score. Still, there might be some suggestive evidence here 

for the possibility that changing how one does things in order to continue to engage in 

one’s previous activities might have some beneficial effects of positive subjective well-

being. 
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DISCUSSION 

 
The purpose of this study was to test a theoretical model that proposed subjective 

well-being in PD patients is affected by their attitudes about performance in challenging 

situations, their use of Secondary Control Coping (SCC) strategies, and their adjustment 

to PD (operationalized as fewer restrictions to participation in social and vocational 

activities). Specifically, I hypothesized that individuals who place more emphasis on the 

quality or success of their performance in challenging situations (Validation Seeking - 

VS) would report greater depressive symptomotology and lower positive subjective well-

being (Hypothesis I). Further, VS was expected to predict poorer adjustment to PD, both 

directly (Hypothesis II) and indirectly by causing less use of SCC which would result in 

poorer subjective well-being (Hypothesis III). Hypothesis IV proposed that VS would 

have an indirect effect on subjective well-being through SCC and adjustment to PD, as 

well as an indirect effect through adjustment to PD only. Also, SCC was expected to have 

an indirect effect on subjective well-being through adjustment to PD. Figure 2 presented 

the full proposed model. However, the portion of the model containing RCC was not 

tested due to its possible lack of occurrence (based on the interviews) and validity 

concerns with the measures.  

The first hypothesis, that higher VS would be related to lower subjective well-

being (more depressive symptoms and lower positive subjective well-being [PSWB]), 

was supported by the data. However, the overall model was not. The only hypothesized 

relationship other than between VS and subjective well-being that was supported was the 

portion of the hypothesis that predicted a positive relationship between adjustment to PD 

and subjective well-being. 

 This was the first study to investigate the relationship between VS and subjective 

well-being in chronic illness in an older adult population. The significant negative 

relationships between VS and subjective well-being found here are consistent with those 

found in studies of college students (Dykman, 1998; Lindsay & Scott, 2005) and children 

(Kistner, Ziegert, Castro, & Robertson, 2001; Friedman, Cooper, Chladek, & Rudy, 

2007) in both everyday life and in achievement situations. Thus, my findings further 

support the idea that VS serves as a vulnerability to poorer subjective well-being.  
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As noted previously, another hypothesized relationship supported by my data was 

that poor adjustment to PD was associated with poor subjective well-being, above and 

beyond the effects of disease severity. This was the case despite the fact that there was 

also the expected large negative correlation between disease severity and adjustment to 

PD. These findings are consistent with McQuillen, Licht, and Licht (2003). Similarly, 

Schenkman, et al., (2002) found that, in interviews, patients listed functional limitations 

as more distressing than impairments or social/emotional problems resulting from PD. In 

my study, the concept of adjustment to PD (as measured by the PAIS-SR) was based 

primarily on the degree to which PD led to restrictions in occupational and social 

activities and relationships (the WHO “participation restrictions” category of health 

related disabilities described in the Introduction), with poorer adjustment to PD 

synonymous with higher degrees of participation restrictions. Therefore, my findings 

suggest that PD-related restrictions in activities and relationships have a negative effect 

on subjective well-being above and beyond what is accounted for by the severity level of 

the disease itself (the WHO “impairments” category of health related disabilities). This 

finding provides support for the WHO model of disability (Figure 1) which posits that 

going from impairments to more distal outcomes involves additional contextual and 

personal factors. 

Thus, as just described, the data supported the importance of VS attitudes and 

participation restrictions in that, controlling for disease severity, both VS and adjustment 

to PD were significantly correlated with subjective well-being in the expected directions. 

However, when both variables were included in the regression equation predicting PSWB 

(controlling for disease severity and SCC), there was not supportive evidence for the 

hypothesized mediation of VS effects via adjustment to PD. Rather, there was support for 

VS and adjustment to PD accounting for different portions of variance in PSWB. In 

contrast, when both variables were included simultaneously in the prediction of 

depressive symptoms (controlling for disease severity and SCC), the significant effect of 

VS went away while that for adjustment to PD remained. Therefore, it seems that greater 

participation restrictions and VS attitudes each may have different, negative effects on 

positive aspects of subjective well-being. However, when it comes to depressive 
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symptoms, these effects may be attributable to or at least mediated by, participation 

restrictions.  

Despite some support for the model, most surprising was the lack of evidence for 

hypothesized relationships among SCC and the other variables. Specifically, evidence for 

significant a priori directional relationships with SCC was not found for depressive 

symptoms, PSWB, VS, or adjustment to PD. While not part of the specified a priori 

hypotheses but certainly consistent with the model, SCC was found to be positively 

related to disease severity. That is, individuals with higher disease severity used more 

SCC strategies. This is consistent with the theory on which my model was based that 

accommodative strategies (e.g, SCC) are used more frequently as the externally 

controllable aspects of a situation decrease (e.g., disease impairments increase) (Band & 

Weisz, 1990; Brandtstader & Greve, 1994; Weisz, McCabe, & Dennig, 1994; McQuillen, 

Licht, & Licht, 2003). Still, in exploratory 2-tailed tests, relationships were found in the 

opposite direction of that expected between SCC and both adjustment to PD and 

depressive symptoms. Possible reasons investigated involved the conceptualization of 

SCC and various components of the measure. 

SCC was defined here as using coping strategies with the goal of actively taking 

control of one’s reactions to PD impairments, whether internally changing thoughts and 

beliefs or externally seeking social or instrumental support in order to continue with 

previous activities. Thus, SCC was intended to focus on changes that one chooses to 

make – those that are voluntary, actively directed, and over which the individual may feel 

he or she has some control. However, it is possible that participants did not differentiate 

between changes they chose to make and those that were uncontrollable direct functions 

of the PD impairments. Clearly, the latter content of SCC scores (i.e., uncontrollable 

changes) could account for the negative relationship to adjustment to PD (i.e., greater 

participation restrictions) and the positive relationship with depressive symptomatology 

found in this study.  

This idea is supported by further exploratory examinations of the partial effects 

from the regression analyses predicting subjective well-being from all variables (disease 

severity, VS, SCC, and adjustment to PD). In contrast to the virtually zero bivariate 

correlation, SCC showed a significant positive partial relationship with PSWB (not 
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indicated with asterisks in Table 9 because it was not an explicitly hypothesized 

relationship). Similarly, although SCC showed a significant positive bivariate correlation 

with depressive symptoms, the relationship disappeared when partialling out the other 

variables (see Table 10). Since VS was not related to SCC, it appears that controlling for 

disease severity and adjustment to PD were primarily responsible for these partial 

relationships of SCC with PSWB and depression. Thus, it may be that partialling out 

changes perceived as directly due to PD related impairments (as indexed by disease 

severity and adjustment to PD) may have left a purer measure of changes resulting from 

taking control – i.e., the intended SCC construct.  

Thus, it might be that having to change what you do is related to lower subjective 

well-being. However, partialling out these uncontrollable restrictions due to impairments, 

voluntarily making changes in what one does (i.e., enacting secondary control over one’s 

reaction to PD) may indeed result in more positive well-being. Similarly, it may not be 

the SCC strategy (i.e., taking control) that predicts depression, but the forced restrictions. 

Of course, these conclusions result from post hoc analyses and interpretations. They will 

need to be tested in future studies. 

To further investigate the unexpected results involving SCC, I examined the 

relationships of the components that comprise the SCC measure with adjustment to PD 

and with subjective well-being (see Table 12). Recall that SCC was conceptualized as 

being accomplished through four means: SCA, SES, WHAT, and HOW (as described in 

Introduction and in the Post Hoc and Exploratory Analyses section of the Results).  

Significant relationships were found only for the WHAT and HOW scores. Like the total 

SCC score, both of these were negatively related to adjustment to PD. However, only the 

WHAT component evidenced the unexpected significant positive correlation with 

depressive symptoms and negative correlation with a component of positive subjective 

well-being, Purpose in Life. In constrast and more in line with a priori expectations, the 

HOW component was significantly positively correlated with the other part of PSWB, 

i.e., SWLS. These exploratory analyses suggest that it might be the WHAT component of 

SCC that is most responsible for the unexpected relationships involving SCC and 

subjective well-being.   
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Summary  

In summary, each of the well-being measures was significantly predicted by the 

set of hypothesized predictor variables (i.e., SCC, VS, and Adjustment to PD), as 

evidenced by the significant multiple correlations. However, only portions of the 

hypothesized models were supported by my data. Results of this study did support my 

hypothesis that low VS and high adjustment to PD are particularly important in 

predicting better subjective well-being.  More specifically, VS and adjustment to PD 

predicted positive subjective well-being despite the level of impairments caused by PD. 

SCC also made a significant contribution to the prediction of PSWB once the effects of 

necessary participation restrictions were held constant. When predicting depressive 

symptoms, adjustment to PD was the primary predictor, indicating that VS and 

adjustment to PD are not independent in that case. These findings are interesting and  

partially consistent with the hypothesized model (see Figures 2 and 3) which proposed 

that the endorsement of VS  and lower adjustment to PD (i.e., more participation 

restrictions) predict lower subjective well-being. These findings might have significant 

implications in planning interventions with individuals coping with physically limiting 

illness such as PD, both to decrease depressive symptoms and improve positive 

subjective well-being.  

While interventions for chronic illness have focused on appraisals of stressful 

situations (deRidder & Schreurs, 2001), no studies have been found that focus on the 

appraisal of coping efforts (e.g., what it means to use certain coping strategies). However, 

there is some evidence that changes can be made in such appraisals (similar to VS; 

Dweck, 1999; Elliott & Dweck, 1988; Chiu, Hong, & Dweck, 1997). In treating patients 

with PD, it might therefore be useful to focus not only on their coping behaviors, but on 

any VS-related cognitions about the use of those strategies. Additionally, attention to 

possible VS attitudes in patients could facilitate treatment in physical rehabilitation. 

The role of the use of secondary control coping strategies in the prediction of 

subjective well-being was more complex and less apparent. If the exploratory findings 

about SCC and the WHAT component are accurate, perhaps improvements in the SCC 

measure could be made by purifying it with respect to the controllability of the 

adjustments made by individuals. That is, improving the WHAT component of SCC such 
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that it better captures coping strategies that are voluntarily or willingly used might better 

match my conceptualization of secondary control coping, result in an overall SCC 

measure that better supports the hypotheses. Additionally, in future studies, these 

components could be investigated separately.   

Limitations 

Despite interesting findings, there were certain limitations in this study not 

discussed above. Of course, the results of this study are only generalizable to the portion 

of the PD population represented by my sample. This would include White PD patients 

with relatively higher incomes, higher educational levels, and, given the manner of 

soliciting participants, perhaps those who are interested in learning more about the 

disease. Individuals with these characteristics also are more likely to seek mental health 

assistance (Vogel, Wester, & Larson, 2007). Thus, individuals who did not choose to 

participate or who were not among those solicited through support groups, a PD 

symposium, research database, and a political action group may be less active in their 

efforts to cope with PD, may deny the impact of PD symptoms on their lives, may avoid 

thinking of PD, or may be either so low in disease severity they do not yet have a need to 

cope or so severe in PD symptoms that their mobility and/or communication is greatly 

limited. Additionally, most of the participants in the study had a close friend or relative 

and/or caregiver who appeared supportive in encouraging them to participate in the study. 

One possible difference in results with a more diverse sample might involve the use of 

relinquished control coping (RCC) strategies. Perhaps individuals with the above-

mentioned characteristics would have been more likely to use more RCC strategies and 

therefore the characteristics of the RCC measures might have been more acceptable. In 

the present study, however, it is unfortunate that the RCC variable could not be used. It 

could be that the interview was accurate and most people in my study did not use any 

RCC strategies. If the questionnaire was more accurate, and more of the sample had 

reported RCC strategies, I would expect that RCC would have been an independent 

predictor of subjective well-being, also related positively to participation restrictions.  

Finally, while the statistical power in this study was minimally adequate, greater 

power might have revealed additional effects. The inclusion of interviews (necessary 

because of the newness of some of the constructs being studied) limited the size of my 
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sample both in terms of who would agree to participate and because these are time and 

personnel-intensive forms of assessments. Additionally, the limited sample size and 

multiple comparisons result in a very high experimentwise error rate, especially in 

conducting the post hoc and exploratory analyses, indicating that the conclusions based 

on those results are particularly tentative and in need of further investigation in future 

studies. As more efficient forms of assessment are validated, perhaps some increase in 

sample size will be possible in future studies. However, it should be noted that obtaining 

a large and representative sample of PD patients for these types of studies is always a 

difficult task, and perhaps unrealistic.  
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APPENDIX A 

HUMAN SUBJECTS APPROVAL LETTER 
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APPENDIX B 

 

LETTERS TO PARTICIPANTS 

 
Letter Sent with Informed Consent 
Dear Ms. / Mr. _________, 
 
Thank you for your interest in my study.  I have enclosed the consent form which we 
spoke about on the phone.  Please read the form very closely.  Although I will call you 
within a week of mailing this form to you, if you have any questions before or after we 
talk, feel free to call me at (443) 414-7612.  If you decide to participate after reading the 
form and talking with me about your understanding of the study and your rights, please 
sign and date the last page.  Then, place the consent form in the enclosed white envelope 
and mail it back to me.  Notice that the white envelope is already stamped and addressed, 
so you only need to place it in a mailbox.  Once I receive the consent form, I will mail the 
first questionnaire to you, then call you to arrange for an interview.   
 
Instructions for Questionnaire A Without Informant 
Dear Mr./Mrs. [Participant], 
 
Thank you for agreeing to participate in this study.  I have enclosed the first questionnaire 
and a stamped, addressed envelope in which you can return the questionnaire to me.   
 
Please complete the questionnaire, including the front and back of each page, as soon as 
possible.  You may notice that many of the questions seem quite repetitive, but please do 
take care to answer each one.  There are no right or wrong answers.  We just want to 
know what you do, think, and feel.  Please do not discuss your answers with anyone else.  
Also, please do not put your name or any other identifying information on the 
questionnaire—that way if it gets lost in the mail no one would know who completed it.  
We will know to whom it belongs because we have stamped an identifying number on 
the questionnaire.  (There are a few questions on one of the questionnaires that ask you to 
elaborate on your answer.  If you have any problem handwriting the answer, please leave 
that description blank and let me know during the interview so that I can gather that 
information by phone instead.) 
 
When you are finished, please send the questionnaire back to me in the brown stamped, 
addressed envelope.  Once I get the questionnaire from you, I will call you in order to set 
up a time and place to talk with you and ask you some questions about how you cope 
with Parkinson’s.  After that, I will mail you another, shorter questionnaire.  
 
If you have any questions, please do not hesitate to call me during the day at (240) 857-
9187 or on evenings and weekends at (443) 414-7612.  You may also e-mail me at 
Courtney.Susil@andrews.af.mil.  I would be happy to answer any questions or address 
any concerns you may have.   
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Instructions for Questionnaire A With Informant 
 
Dear Mr./Mrs. [Participant], 
 
Thank you for agreeing to participate in this study.  I have enclosed the first questionnaire 
along with a stamped and addressed envelope in which you can return the questionnaire 
to me.   
 
Please complete the questionnaire, including the front and back of each page, as soon as 
possible.  You may notice that many of the questions seem quite repetitive, but please do 
take care to answer each one.  There are no right or wrong answers.  We just want to 
know what you do, think, and feel.  Please do not discuss your answers with anyone else.  
Also, please do not put your name or any other identifying information on the 
questionnaire—that way if it gets lost in the mail no one would know who completed it.  
We will know to whom it belongs because we have stamped an identifying number on 
the questionnaire. 
 
When you are finished, please send the questionnaire back to me in the brown stamped, 
addressed envelope.  Once I get the questionnaire from you, I will call you in order to set 
up a time and place to talk with you and ask you some questions about how you cope 
with Parkinson’s.  After that, I will mail you another, shorter questionnaire.  
 
During our phone call, you stated that you would be willing to have [name of informant] 
fill out a questionnaire, as well.  In order for Mr./Ms. [name] to fill out the questionnaire, 
I will also need him/her to sign the enclosed consent form if he/she agrees to participate.  
Once the consent form is signed, please return it to me in the small, white addressed, 
stamped envelope.  After I receive Mr./Ms. [name]’s consent form, I will mail you a 
questionnaire to be filled out by him/her. 
 
If you have any questions, please do not hesitate to call me during the day at (240) 857-
1610 or on evenings and weekends at (443) 414-7612.  You may also e-mail me at 
Susil@psy.fsu.edu.  I would be happy to answer any questions or address any concerns 
you may have.   
 
Letter to Informant 

Dear [informant], 
 
[Participant] provided me with your name so that you might fill out a questionnaire as 
part of a study on coping with Parkinson’s in which [participant] is participating.  If you 
agree to fill out one questionnaire regarding how you think [participant] copes with 
Parkinson’s, please read the enclosed “Informed Consent Form” and mail it back to me in 
the provided envelope.  Within the next few weeks, I will mail you a questionnaire to fill 
out and return to me, as well (all pre-paid postage).  If you have any questions, please do 
not hesitate to call me during the day at (240) 857-1610 or on evenings and weekends at 
(443) 414-7612.  You may also e-mail me at Courtney.Susil@andrews.af.mil.  I would be 
happy to answer any questions or address any concerns you may have.   
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Letter with Questionnaire B 

Dear [Participant], 
 
Thank you again for agreeing to participate in this study.  I have enclosed the final 
questionnaire, a questionnaire for [Informant] to complete, and two stamped envelopes in 
which you can separately return the questionnaires to me.   
 
Again, please complete the questionnaire, including the front and back of each page, as 
soon as possible.  You may notice that many of the questions seem quite repetitive, but 
please do take care to answer each one.  There are no right or wrong answers.  We just 
want to know what you do, think, and feel.  Please do not put your name or any other 
identifying information on the questionnaire—that way if it gets lost in the mail no one 
would know who completed it.  We will know to whom it belongs because we have 
stamped an identifying number on the questionnaire.  When you are finished, please send 
the questionnaire back to me in one of the stamped, addressed envelopes.  Please have 
[Informant] complete the questionnaire labeled “Informant Questionnaire” and return it in 
the other stamped, addressed envelope. 
 
 
If you have any questions, please do not hesitate to call me during the day at (240) 857-
1610 or on evenings and weekends at (443) 414-7612.  You may also e-mail me at 
Courtney.Susil@andrews.af.mil.  I would be happy to answer any questions or address 
any concerns you may have.   
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APPENDIX C 

 

PHONE SCRIPTS 

 
Initial contact phone script 

I am Courtney Susil, a graduate student at Florida State University working on my PhD 
in Psychology and I’m working with Dr. Laura Marsh at the Johns Hopkins Parkinson’s 
Disease Research Center.  I received a card [message] stating that you may be interested 
in participating in my study.  If you have I would like to tell you a little more about the 
study itself.   
I am interested in finding out how people with Parkinson’s cope with their disease. The 
results of my study could eventually help other people who have Parkinson’s and are 
having trouble adjusting to the symptoms and impairments to cope better and avoid 
becoming depressed.   Your participation would involve filling out one questionnaire by 
mail, meeting with me, either by phone or in person, so that you can tell me how you 
cope with Parkinson’s, then filling out another, shorter questionnaire.  Each questionnaire 
should not take more than 30-45 minutes to complete, and the interview will most likely 
be less than an hour.  The questionnaire will include questions about how you cope with 
Parkinson’s, how you feel about your life, how you are adjusting to having Parkinson’s, 
and how you generally approach challenging situations. 
First, I would like to ask you a few questions to find out if you meet the requirements for 
my study.   
First, do you have a diagnosis of Parkinson’s disease? 
How old were you when you were diagnosed with Parkinson’s? 
How long has it been since your diagnosis? 
IF no MMSE or TICS in the last year:  Now I have a quick test I would like to do with 
you to find out what kinds of strengths and weaknesses you have with memory and other 
thinking abilities…TICS 
IF less than 25 on TICS: “Okay, those are all of the questions I had for you.  
Unfortunately, you do not meet all of the criteria for participation in my study. .. I 
appreciate your time.” 
 
The study will require that you complete a couple of paper-and-pencil questionnaires.  Do 
you have any trouble with your vision or reading that would make this difficult?  (if so, 
do you have anyone who would be able to read the questions to you?) 
Must either be able to complete questionnaire or have assistance available; if assistance 
needed, same person may not complete Informant questionnaire.  
If unable to complete and no assistance is available, Thank you for talking with me, but 
in order to complete this study one of the requirements is that participants either be able 
to read the items or have someone that can read them to them. 
 
SO, it looks like you meet all of the qualifications for our study!  Now, I would like to 
explain what I will be asking of you.  First, I would like to mail a form to you describing 
the details of the study, any risks or benefits for participating, and your rights as a 
participant.  Then, if you agree to participate further, I will mail a questionnaire to you.  
After you have finished the questionnaire I will ask you to mail it back (postage paid by 
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me).  Then, we will set up a time to do an interview, either by phone or in person, 
depending on which is more convenient for you.  Finally, I will give you another 
questionnaire to fill out and mail back to me.  Do you have any questions about these 
procedures? 
 
If possible, I would also like to have someone who knows you well, such as a spouse or 
someone who lives with you, fill out a questionnaire about the different ways they think 
you cope with Parkinson’s.  Is there anyone you would be willing to allow to fill out 
another questionnaire?   
 
Thank you so much for agreeing to participate.  I would like to mail you what we call an 
“Informed Consent Form.”  This form, which I will mail to you, will explain your rights 
as a participant and any foreseen benefits or risks of participating.  The only risk we 
foresee about participating in the study is that you might experience some discomfort 
when thinking about Parkinson’s and the effect it has had on your life.  You do not have 
to join this study, and if you do join you may stop participating at any point without any 
penalties.  Your participation in this study will not cost any money—I will pay for all of 
the postage for the questionnaires.  There are no medications or medical procedures 
involved in this study.  We are very careful about protecting the information we will get 
from you, and other than the people associated with the study or with Johns Hopkins or 
Florida State University who are overseeing the study, no one will know exactly who 
participated in the study or how you, as an individual, answered the questions.  Do you 
have any questions or concerns so far?  
 
I will be sending you the Informed Consent form that explains even more, so please do 
read it very carefully.  I will call you in about a week to make sure you received the 
questionnaire and to answer any questions you might have.  If you choose to participate, 
I’ll ask you to sign the form and return it to me.  Then, I’ll send you a copy of the page 
you signed along with the first questionnaire (in separate envelopes).  
 
Telephone Script for Assessment of Understanding 

 
Hi, this is Courtney Susil with the Parkinson’s Study at Johns Hopkins and Florida State 
Universities.  We spoke about a week ago about your interest in participating in a study 
about coping with Parkinson’s.  Have you received the Informed Consent form I told you 
I would be mailing during our last phone call?   
 IF NO:  check address with participant and arrange to call back in 3 days. 
IF YES: 
First, do you have any questions or concerns about the study or the Informed Consent? 
"So that I know you understand everything so far, could you please tell me, in your own 
words, what you will be asked to do if you do choose to participate in this study?"   
"Would you also tell me about the benefits and risks of participating in this study?"  
“What happens if you decide that you no longer want to participate?" 
 
[once understanding has been demonstrated] 
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Once you have had time to consider participating in the study, and if you do agree, please 
sign and date the last page of the “Research Participant Informed Consent and Privacy 
Authorization Form” I sent you and return it to me in the enclosed white envelope.  [IF 
during screening the participant named an “informant”, ask them to print the 
“informant’s” name on the consent form as well].  If you decide not to participate, please 
return the Consent Form to me without your signature.  Either way, you do not have to 
pay postage for the return envelope.   
 
[IF they decide not to participate, thank them for their time] 
Thank you for agreeing to participate in the study.  Next, I would like to mail you the first 
questionnaire [IF INFORMANT…along with a form for  _____ [informant] to sign].  
Please read the directions carefully and answer each question, including the front and 
back of every page.  Please give the Consent form I will mail to you to ________.  If you 
don’t mind, I’ll give you a call in another week to see if you received it and to answer any 
questions you might have.  [When I call, I would also like to speak to [informant] to 
make sure he/she understands what I will be asking of him/her].   
 
Do you have any concerns or questions? 
 
After you finish the questionnaire I would like to talk with you about how you cope with 
Parkinson’s.  We have a few options for conducting the interview.  I can meet you either 
at your home or at [whichever institution through which they were referred…if possible], 
or we could do the interview by phone if necessary.  [If by phone, I will send a return 
envelope for the questionnaire and the informant will be mailed a consent form; if in 
person, I will collect the questionnaire at the interview and the informant will be asked to 
come along and fill out the informant questionnaire during the interview.]  If the 
interview is to take place at a clinic or a place other than the participant’s home, arrange 
to mail directions with the questionnaire. 
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APPENDIX D 

 

DEMOGRAPHIC AND DISEASE CHARACTERISTIC QUESTIONNAIRE 

 
1.  In what month and year were you born?    __________ /  19____ 
            Month       Year 
2.  Are you female or male? 
 
_____1.   FEMALE 
_____2.   MALE 
 
3.  What is your racial/ethnic identity?  (If your ethnicity is described by more than one 
category, choose all that apply) 
____1. Asian or Pacific Islander 
____2. Black or African-American 
____3. Hispanic 
____4. Native American (American Indian) or Alaska Native 
____5. Arab American 
____6. White 
____7.  Other—Specify: ____________________ 
 
4.  What is your marital status and history?  (For this question, mark as many choices as 
are true for you.)  
_____1.  Single (Never married) 
____  2.  Current significant other (Long-term commitment but not officially married) 
____  3.  Currently Married 
____  4.  Currently Separated 
____  5.  Widowed (Whether or not remarried) 
____  6.  Divorced (Whether or not remarried) 
 
5.  What is your EMPLOYMENT status? 
____  1.  FULL-TIME Employment 
____  2.  PART-TIME Employment 
____  3.  Homemaker 
____  4.  Retired (not working) 
____  5.  Unemployed (not seeking work) 
____  6.  Unemployed but seeking work 
 
6.  Approximately, what is your household yearly income?  
____  1.  Under $9,999 
____  2.  $10,000 - $19,999 
____  3.  $20,000 - $34,999 
____  4.  $35,000 - $49,999 
____  5.  $50,000 - $74,999 
____  6.  $75,000 or higher 
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7.  What is your current living situation? 
____  1.  Live alone 
____  2.  Live with dependent children 
____  3.  Live with my spouse/partner 
____  4.  Live with adult children or other family members 
____  5.  Live with non-related person or persons 
____  6.  Some other situation  
 
8.  What is the highest level of school you completed? 
____  1.  Grade school or less 
____  2.  Some high school 
____  3.  High school graduate 
____  4.  Technical or vocational school 
____  5.  Some college or associate degree 
____  6.  College graduate (4 years) 
____  7.  Graduate degree (e..g, M.B.A., M.S., Ph.D., M.D., etc.) 
 
Questions concerning PD and other health issues 
1.  Approximately when were you diagnosed with Parkinson’s disease? 
 
  __________  / ___________ 
    Month          Year 
2.  Which of the following medications are you currently taking for your Parkinson’s 
disease (please mark all that you are now taking): 
______  Sinemet  (carbidopa/levodopa) 
______  Sinemet CR  (Carbidopa/levodopa, sustained release) 
______  Artane  (Trihexyphenidyl) 
______  Cogentin  (Benztropine) 
______  Parlodel  (Bromocriptine) 
______  Permax  (Pergolide) 
______  Eldepryl (Seligilene) 
______  OTHER (Please Specify)  
3.  Have you had any physical therapy for your Parkinson’s disease? 
____  No 
____  Yes-Please describe briefly:   
4. Have you had or do you plan to have any surgical treatment for your Parkinson’s 
disease? 
____  No 
____  Yes—please describe briefly 
Have you had any other kind of treatment or support for your Parkinson’s disease (for 
instance,  psychological counseling or nutritional counseling, or participation in a support 
group)?  If so, please describe briefly: 
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5.  Please indicate any other significant health problems you currently have:   
______  Arthritis   ______  Gastrointestinal problems 
______  Asthma   ______  Heart Condition / disease 
______  Bronchitis   ______  High blood pressure 
______  Cancer/tumors  ______  Kidney disease 
______  Diabetes   ______  Liver disease 
______  Emphysema   ______  Rheumatism 
______  Epilepsy   ______  Serious Injury 
______  Eye problems  ______  Sleep problems 
______  Fractures   ______  Tuberculosis 
______  Other:  
 
6.  Which side of your body is affected by Parkinson’s? 
________  Right side only 
________  Left side only 
________  Both sides 
7.  How is your balance affected? 
________  Normal 
________  Slightly Impaired 
________  Occasional falls due to tripping, but no falling otherwise 
________  Frequent falls due to loss of balance 
________  No falls because of confinement to bed or wheelchair 
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APPENDIX E 

 

INTERVIEW SCRIPT AND RATING CATEGORIES 

 
 Interview Introduction (in person) 
 
[intro]  I’m Courtney Susil, a doctoral graduate student in the Department of Psychology 
at Florida State University.    I’d like to thank you for volunteering to help me with this 
study!   
 
Today, first we will be talking about the things that you do in order to cope with 
Parkinson’s.  Then, I will be asking you some questions about your Parkinson’s 
symptoms and how they are affecting your daily activities.  Do you have any questions so 
far about the study? 
[insert here any intervention due to elevated BDI suicide score] 
 
As you probably read in the consent form I asked you to sign before you completed the 
questionnaire, I will be audiotaping our interview on this tape recorder in order to make 
sure that I can more accurately get how you cope with PD.  These tapes will only be 
heard by me and/or the people helping with my research (e.g., my professor and two 
other students)…the information is confidential—just as it said in the consent form.  Do 
you have any questions or concerns about that?  
Okay…[start tape]…now I am recording our conversation. 
First I would like to ask you about how you handle your Parkinson’s… 
 
Interview Introduction (PHONE) 
 
[intro]  I’m Courtney Susil, a doctoral graduate student in the Department of Psychology 
at Florida State University.    I’d like to thank you for volunteering to help me with this 
study!   
 
Today, first we will be talking about the things that you do in order to cope with 
Parkinson’s.  Then, I will be asking you some questions about your Parkinson’s 
symptoms and how they are affecting your daily activities.  Do you have any questions so 
far about the study? 
[insert here any intervention due to elevated BDI suicide score] 
 
As you probably read in the consent form I asked you to sign before you completed the 
questionnaire, I will be audiotaping our interview a tape recorder attached to the phone in 
order to make sure that I can more accurately get how you cope with PD.  These tapes 
will only be heard by me and/or the people helping with my research (e.g., my professor 
and two other students)…the information is confidential—just as it said in the consent 
form.  Do you have any questions or concerns about that?  
Are you in a comfortable, quiet place without any distractions? 
Okay…[start tape]…now I am recording our conversation. 
First I would like to ask you about how you handle your Parkinson’s… 



 

 77 

 
 
 
 
  
Interview:  General PD 
I.  A. “How well do you think you handle the problems that go along with having 
Parkinson’s?  …choose the answer you believe is true for yourself and your situation.”  
[Show participant 7-point Lickert scale:  1=very poorly to 7=extremely well.] 
 
B. “What do you do or think about in order to deal with the difficulties or problems that 
go along with having Parkinson’s?”  
   
QUERY:  IF ANSWER IS “NOTHING”, CLARIFY “you don’t do anything in response 
to your disease or its symptoms?”…if answer is still “nothing”, go on to C. 
QUERY:  IF A GOAL IS CLEARLY GIVEN, SAY “Tell me what you do or think about 
in order to [goal].” IN ORDER TO GET A STRATEGY RESPONSE.  
QUERY:   IF UNSURE WHETHER RESPONSE IS A STRATEGY OR GOAL, ASK 
“What do you mean by that?” or “Tell me more about what you mean by [response].” 
 
C. “Tell me more about it. (referring to strategy)” or “What, if anything, are you trying to 
accomplish by [strategy]?”   
 PROMPT: I S THERE ANY OTHER REASON YOU [strategy]?   
If another reason is given, ask “Which is the main reason?” and list the goals given for 
that strategy, if necessary 
 QUERY:  IF A PRIMARY CONTROL STRATEGY/GOAL IS GIVEN, AND IT 
IS CLEARLY PRIMARY, ASK “Do  
they/ Does the problem sometimes occur anyway…then what do you do to deal with it?” 
 
D.  “What else do you do or think about in order to deal with difficulties that go along 
with Parkinson’s?”    
 <If answer provided, GO TO C> 
 <If no more answers GO TO II> 
 
II. “Now I am going to list all of the strategies you told me that you use in order to cope 
with Parkinson’s.  When I’m finished, I would like you to tell me which ONE you do the 
most often.”   
 
III. “Now I am going to list all of the reasons you gave for doing what you do when you 
try to cope with your Parkinson’s.  When I am finished, please tell me which ONE reason 
is most important to you.” 
Go to IV. 
  
 Cardinal Symptoms 
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I.  A. “How well do you think you handle or deal with the main symptoms, such as 
tremors, rigidity, and slowness in movement when they occur?  …choose the answer you 
believe is true for yourself and your situation.”  
[Show participant 7-point Lickert scale:  1=very poorly to 7=extremely well.] 
B. “What do you do or think about in order to deal with the main symptoms, such as 
tremors, rigidity, and slowness in movement, or problems associated with them?” 
   
QUERY:  IF ANSWER IS “NOTHING”, CLARIFY “you don’t do anything in response 
to [symptom]?”…if answer is still “nothing”, go on to C. 
QUERY:  IF A GOAL IS CLEARLY GIVEN, SAY “Tell me what you do or think about 
in order to [goal].” IN ORDER TO GET A STRATEGY RESPONSE.  
QUERY:   IF UNSURE WHETHER RESPONSE IS A STRATEGY OR GOAL, ASK 
“What do you mean by that?” or “Tell me more about what you mean by [response].” 
 
C. “Tell me more about it. (referring to strategy)” or “What, if anything, are you trying to 
accomplish by [strategy]?”   
 PROMPT: I S THERE ANY OTHER REASON YOU [strategy]?   
If another reason is given, ask “Which is the main reason?” and list the goals given for 
that strategy, if necessary 
 QUERY:  IF A PRIMARY CONTROL STRATEGY/GOAL IS GIVEN, AND IT 
IS CLEARLY PRIMARY, ASK “Do  
they/ Does the problem sometimes occur anyway…then what do you do to deal with it?” 
 
D.  “What else do you do or think about in order to deal with the symptoms or problems 
associated with them?”    
 <If answer provided, GO TO C> 
 <If no more answers GO TO II> 
 
II. “Now I am going to list all of the strategies you told me that you use in order to cope 
with [symptom].  When I’m finished, I would like you to tell me which ONE you do the 
most often.”   
 
III. “Now I am going to list all of the reasons you gave for doing what you do when you 
try to cope with [symptom].  When I am finished, please tell me which ONE reason is 
most important to you.” 
 
Control Coping Questions 
Please look at the scale labeled “How likely are you to….”  [OR if by phone, write down 
the numbers 1 through 7…1 represents “not at all likely” and 7 represents “extremely 
likely…] 
Notice that there is a scale from 1 to 7, with one being “Not at all Likely” and 7 being 
“Extremely likely”.  Please answer the following questions using the scale. 
1.  How likely are you to focus on doing things that directly control or get rid of your 
symptoms so that you can live your life without them as much as possible? 
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2.  When faced with difficulties related to Parkinson’s, how likely are you to change your 
beliefs about yourself, or something about yourself to live life despite having the 
impairments? 
3.   How likely are you to do things in order to avoid any embarrassment or avoid 
revealing to others that you have Parkinson’s? 
4.   How likely are you to avoid thinking about the symptoms of PD or the fact that you 
have the disease? 
5.  How likely are you to simply give up when faced with PD? 
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Table 13 

Rating Categories 

 

Category 
Category 

Name 

Attempts to enhance 

rewards and minimize 

punishments by… 

Examples of what it is Examples of what it isn't 

SCC 
Secondary 

Control 

changing internal cognitions 

despite presence of the 

disease/symptoms (focused on 

Internal); changing how you 

do things in order to make 

them more doable (Active); 

changing what you do (Active; 

activities) 

INTERNAL; changing internal thoughts, attitudes, 

beliefs, the way you think about yourself, the way 

you think about life; criteria for success; this 

includes accepting you have the 

disease/impairments; prayer for understanding and 

to feel like you have some control, not alone, to 

get strength from God; gain knowledge for a sense 

of efficacy in coping with disease; don't let it get 

me down; thinking differently about PD (humor, 

objectifying it); how frequently, how quickly, how 

neatly, how completely, when, for how long, or 

with whom you do the activities; increased effort, 

persistence, use of external resources so that you 

can still do whatever it is you have been doing; 

includes scheduling activities so you still have 

energy for them; accomplishing the same things 

you did before, but change something about HOW 

you do it; also keep going and don't give up with 

the implication that you aren't letting PD win and 

you're keeping your independence or functioning 

through that persistence; planning around PD; 

NOT efforts to change or help the 

external situation/symptoms 
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Table E1 Continued 

SCC 
Secondary 

Control 

changing internal cognitions 

despite presence of the 

disease/symptoms (focused on 

Internal); changing how you 

do things in order to make 

them more doable (Active); 

changing what you do (Active; 

activities) 

includes engaging in new activities and 

eliminating or being more selective in your former 

activities; change the THINGS you DO; Change 

what you do to cope with the disease (e.g., scream 

to let your emotions out and feel better so you can 

focus on what you were doing); can include 

becoming more involved in social activities and 

trying to get support from other people; exercising 

to clear your mind and make you feel better 

despite PD would be WHAT 

NOT efforts to change or help the 

external situation/symptoms 

RC 
Relinquished 

Control 

NO attempt to enhance 

rewards or minimize 

punishments 

I don't do anything (with some indication that 

you're not adjusting at all, and that not doing 

anything is NOT accomplishing ANY goal); 

giving up, just feeling bad, being frustrated, or any 

activity (e.g., watching TV, drinking, crying, 

complaining) done for "no reason" or "because I 

have PD". generally, there is no Goal when people 

abandon control; quitting--stopping certain 

activities because they can't be done anymore and 

not finding new activities--just giving up on them 

If you can fairly easily identify a goal 

of the behavior or thought, then it isn't 

abandoned control; it's not RCC if 

someone cries because "it helps me to 

let my emotions out"--that would be 

SCC. NOT efforts to change or help 

oneself or the situation 
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TABLE 14 

Secondary Control Ratings 

Secondary Control / What / How / SCA 

1  NONE 2  Not Much 3 4  SOMETIMES 5  MORE THAN NOT 6  VERY FQ 7  ALWAYS 

Never use 
SCA 

strategies  

Reports using 
some SCA--only 

ONE specific 
strategy--but not 

often and not very 
many; SCA 
strat/goals 

reported are not 
rated as "most 
important" or 

"most frequent" 

SCA goals/strats 
are reported--one 

general strat 
among mostly 

non-SCA 
strategies (or no 
others), or 2-3 
specific SCA 

strategies, but not 
emphasized; other 

interview 
responses show 

that pt relies more 
on other strategies 
than on adjusting 
self to the illness; 
SCA not rated as 
"most important" 
OR "most often"; 
occasional use of 

SCA 

SCA accounts for 
about 50% of the 

pt's coping 
strategies; SCA 
may be rated as 
"most important" 
OR "most often"; 
occasional use of 

SCA 

SCA goals/strats are 
reported more often 

than others; 
somewhat 

emphasized in pt's 
responses, either by 

endorsing a large 
number/variety, or by 
stating general SCA 

goals/strats with some 
other types of coping; 
SCA may be rated as 
"most important" OR 
"most often"; frequent 

use of SCA; OR a 
number of SCA 
strategies, but 

another category is 
most important or 
most often used 

Use mostly SCA 
strategies/ goals; 

SCA goals are 
rated as BOTH 

"most important" 
AND "most 
often"; daily 

reliance on SCA; 
Primary way 
person deals 
with PD--2 or 
more others 

listed as well OR 
one other listed 

that is also 
considered 
Important or 
Often used 

Almost exclusively 
use SCA 

strategies; SCA 
goals are rated as 

BOTH "most 
important" AND 

"most often"; daily 
reliance on SCA 

SCA strategies (including How and What is done; distracting oneself so as not to dwell too much on PD)  
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Table 15 

Relinquished Control Ratings 

RELINQUISHED CONTROL 

1  NONE 2  Not Much 3 4  SOMETIMES 

5  MORE THAN 

NOT 6  VERY FQ 7  ALWAYS 

Never use AC 
strategies 

Reports using 
some AC--only 
ONE specific 
strategy--but not 
often and not very 
many; AC 
strat/goals 
reported are not 
rated as "most 
important" or 
"most frequent" 

AC goals/strats 
are reported--one 
general strat 
among mostly 
non-AC strategies 
(or no others), or 
2-3 specific AC 
strategies, but not 
emphasized; other 
interview 
responses show 
that pt relies more 
on other strategies 
than on adjusting 
self to the illness; 
AC not rated as 
"most important" 
OR "most often"; 
occasional use of 
AC 

AC accounts for 
about 50% of the 
pt's coping 
strategies; AC 
may be rated as 
"most important" 
OR "most often"; 
occasional use of 
AC 

AC goals/strats 
are reported more 
often than others; 
somewhat 
emphasized in pt's 
responses, either 
by endorsing a 
large 
number/variety, or 
by stating general 
AC goals/strats 
with some other 
types of coping; 
AC may be rated 
as "most 
important" OR 
"most often"; 
frequent use of 
AC 

Use mostly AC 
strategies/ goals; 
AC goals (if rated) 
are rated as both 
"most important" 
AND "most often"; 
daily reliance on 
AC; Primary way 
person deals with 
PD--others listed 
as well 

Exclusively use 
AC strategies; AC 
goals are rated as 
both "most 
important" AND 
"most often"; daily 
reliance on AC 



 

 84 

APPENDIX F 

TELEPHONE INTERVIEW FOR COGNITIVE STATUS (TICS) 

 

Name: ___________________________ Date: ________________________ 

 

Interviewer:  ______________________ Time: ________________________ 

 
Directions: (1) Explain exam to subject.  (2) Get Address.  (3) Be sure distractions are minimal (e.g., no 

TV or radio on, remove pens and pencils from reach).  (4) Be sure sources of orientation (e.g., newspapers, 

calendars) are not in subject’s view.  (5) Caregivers, if present, may offer reassurance, but not assistance.  

(6) Single repetitions permitted, except for items 5 and 8. 

Instructions 

  

1. Please tell me your full name?

  

2. What is today’s date? 

  

 

 

 

3. Where are you right now? 

 

 

 

 

4. Count backwards from 20 to 

1. 

 

 

 

5.  I’m going to read you a list 

of 10 words. Please listen 

carefully and try to remember 

them. When I am done, tell me 

as many words as you can, in 

any order. Ready? The words 

are: cabin, pipe, elephant, chest, 

silk, theatre, watch, whip, 

pillow, giant.  Now tell me all 

the words you can remember. 

 

  

 

 

 

Scoring Criteria 

 

1 pt first name, 1 pt last name 

 

1 pt each month, date, year, day, 

season. If incomplete, ask 

specifics (e.g., “What is the 

month?” “What season are we 

in?”) 

 

1pt each for house #, street, city, 

state, zip. If incomplete, ask 

specifics (e.g., “What street are 

you on right now?”) 

 

2pts if completely correct on 1
st
 

trial; 1 pt if correct on 2
nd

; 0pts 

all else 

 

1 pt for each correct response. 

No penalty for repetitions or 

intrusions. 

 

 

 

 

 

 

 

 

  

 

 

 

 

Score 
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Instructions 

5. “I’m going to read you a list 

of ten words. Please listen 

carefully and try to remember 

them. When I am done, tell me 

as many words as you can, in 

any order.  Ready? The words 

are: cabin, pipe, elephant, chest, 

silk, theatre, watch, whip, 

pillow, giant. Now tell me all 

the words you can remember.” 

 

6. “One hundred minus 7 equals 

what?”  

“And 7 from that?” 

 

 

 

 

 

 

7. “What do people usually use 

to cut paper?” 

“How many things are in a 

dozen?” 

“What do you call the prickly 

green plant that lives in the 

desert?” 

“What animal does wool come 

from?” 

 

8. “Say this: ‘No ifs, ands, or 

buts’.” 

“Say this: ‘Methodist 

episcopal’.” 

 

9. “Who is the President of the 

United States right now?” 

“Who is the Vice-President?” 

 

 

10. “With your finger, tap 5 

times on the part of the phone 

you speak into.” 

 

 

Scoring Criteria 

1 pt for each correct response. 

No penalty for repetitions or 

intrusions. 

 

 

 

 

 

 

 

 

Stop at 5 serial subtractions. 1 pt 

for each correct subtraction. Do 

not inform the subject of 

incorrect responses, but allow 

subtractions to be made from 

his/her last response (e.g., “93-

85-78-71-65” would get 3 

points. 

 

1 pt for “scissor” or “shears 

only.  

1 pt for “12” 

 

1 pt for “cactus” only 

 

 

1 pt for “sheep” or “lamb” only 

 

 

1 pt for each complete repetition 

on the first trial. Repeat only if 

poorly presented. 

 

 

1 pt for correct first and last 

name.  

1 pt for correct first and last 

name. 

 

2 pts if 5 taps are heard; 1pt if 

more or less than 5 times 
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11. “I’m going to give you a 

word and I want you to give me 

its opposite. For example, the 

opposite of hot is cold. What is 

the opposite of ‘west’?” 

“What is the opposite of 

‘generous’?” 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1 pt for “east” 

1 pt for selfish, greedy, stingy, 

tight, cheap, mean, meager, 

skimpy or other good antonym. 
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APPENDIX G 

 

HOEHN & YAHR QUESTIONS 

 

Which side of your body is affected by Parkinson’s? 

_____  Right side only 

_____  Left side only 

_____  Both sides 

 

How is your balance affected? 

_____  Normal 

_____  Slightly impaired; some tripping, but no falling 

_____  Occasional falls due to loss of balance 

_____  Frequent falls due to loss of balance 

_____  No falls because of confinement to bed or wheelchair 
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APPENDIX H 

 

INTERMEDIATE SCALE FOR ASSESSMENT OF PARKINSON’S DISEASE 

 

1.  Self-care 

 0  Normal. 

 1  Independent, but some tasks require more time and effort than normal. 

2  Requires partial assistance to perform some activities (dressing, hygiene, standing up). 

3  Requires complete, or almost complete, assistance. Dependent. 

2.  Turning in bed 

 0  Normal. 

 1  Somewhat slow and clumsy. No help needed. 

2  Requires assistance, but initiates and gives help to complete the movements, or 

performance is independent with considerable effort and slowness. 

 3  Requires complete, or almost complete assistance. Dependent. 

3.  Getting out of bed 

 0  Normal. 

 1  Somewhat slow and clumsy.  No help needed. 

2  Initiates and gives help.  The activity is performed with considerable slowness and 

effort or requires partial assistance. 

3  Dependent. Requires complete assistance. 

4.  Hygiene (washing, combing hair, shaving, brushing teeth, using toilet) 

 0  Normal. 

 1  Slight slowness, but independent. 

2  Requires partial assistance to perform some activities, or hygiene maintained 

independence with great effort and slowness. 

 3  Requires complete assistance and/or special devices. 

5.  Bathing 

 0  Normal. 

 1  Slight slowness and effort, but independent. 

2  Requires partial assistance, but gives help and performance some activity with effort 

and slowness. 

3  Disabled and helpless. 

6.  Dressing 

 0  Normal. 

 1  Slight slowness or effort.  Independent. 

2  Moderate slowness and effort.  Requires partial assistance (shoes, socks, tie, buttons). 

3  Even the simplest activities are performed with considerable effort.  Requires complete 

assistance. 

7.  Speech 

 0  Normal. 

1  Changes in voice or speech rhythm. Preserved volume of the voice. Clearly 

understood. 

2  Monotonous and/or dysarrhythric (poorly articulated). Moderately difficult to 

understand. 
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3  Very disturbed. Almost unintelligible, or speech not useful for communicative 

purposes. 

8.  Eating (chewing, swallowing) 

 0  Normal. 

 1  Normal diet. Chewing and swallowing are slow and labored. 

2  Ingests liquids and soft foods with ease. Requires time and effort to eat hard foods. 

3  Requires substitute methods (nasogastric tube or gastrotomy), or eats only liquids and 

soft foods with great effort. 

9. Feeding (activities for nourishment) 

 0  Normal. 

 1  Slight to moderate slowness.  Accidents are infrequent. 

2  Fully self-feeding with moderate slowness. Accidents are frequent and may require 

assistance with specific tasks (cutting meat, filling cup). 

3  Performs only a few feeding tasks with great slowness and effort, or requires complete 

assistance. 

10. Walking 

 0  Normal.  

 1  Walks slowly; occasional instability. Does not require help. 

2  Moderate difficulty, with considerable slowness and instability or freezing.  Requires 

assistance in some situations. 

3  Unable to walk even when assisted, or walks with total assistance and great effort. 

11. Stairs 

 0  Normal. 

 1  Slight slowness or clumsiness. It could be normal in aged people. 

 2  Moderate slowness and clumsiness. Sometimes requires help. 

 3  Requires complete assistance or cannot be done even with assistance. 

12. Arising from chair (straight back chair; arms folded across chest) 

 0  Normal. 

 1  Slow. May need more than one attempt. 

2  Moderate slowness, clear difficulty and/or pushes self up from arms of seat. May need 

several attempts, but does not need assistance. 

3  Unable to arise without help. 

13. Gait 

 0  Normal. 

 1  Slow gait. Turns in several steps. Slightly decreased stride length (! 18 inches). 

2  Very slow and clumsy gait; unstable. Moderately decreased stride length (! 12 inches). 

Freezing. Sometimes requires help. 

3  Very short stride length (! 3-4 inches). Requires assistance or is unable to walk at all. 
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APPENDIX I 

 

GOAL ORIENTATION INVENTORY-VALIDATION SEEKING ITEMS 

 

Rating Scale: 1 (Strongly Disagree) to 9 (Strongly Agree) 

 

1.  Instead of just enjoying activities and social interactions, most situations to me feel like a 

major test of my basic worth, competence, or likeability. 

2.  Relative to other people, I tend to approach stressful situations as if my basic self-worth, 

competence or likeability was “at stake”.  

3.  Whether it be in sports, social interactions, or job/school activities, I feel like I’m still trying 

to prove that I’m a worthwhile, competent, or likeable person. 

4.  My interactions with people often feel like a test of whether or not I’m a likeable person. 

5.  I feel like I’m constantly trying to prove that I’m as competent as the people around me. 

6.  My approach to situations is one of always needing to prove my basic worth, competence, or 

likeability. 

7.  One of the main things I know I’m striving for is to prove that I’m really “good enough.” 

8.  How well I perform in social and achievement situations is a direct measure of my basic self-

worth, competence, or likeability as a person.  

9.  I feel as though my basic worth, competence, and likeability are “on the line” in many 

situations I find myself in. 

10.  It seems like I’m constantly trying to prove that I’m “okay” as a person. 

11.  So much of what I do feels to me like a major test of my basic worth, competence, and 

likeability as a person. 

12.  I feel like my worth, competence, and likeability are things I’m constantly struggling to 

prove to myself and others. 

13.  Relative to other people, there are a lot of things I do just to prove my basic adequacy as a 

person. 

14.  Whereas other people see themselves as competent in the things they do, that’s something 

I’m still trying to prove to myself. 

15.  I feel like I’m always testing out whether or not I really “measure up”.  

16.  In many things I do, I’m trying to find out whether or not I’m a competent, worthy, or 

likeable person. 

17.  I tend to view difficult or stressful situations as all-or-none tests of my basic worth as a 

person. 

18.  My main motive for doing many of the things I do is to prove my basic self-worth, 

competence, or likeability. 
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APPENDIX J 

 

SECONDARY AND RELINQUISHED CONTROL COPING QUESTIONS 

 

Rating scale: 1(never or not  at all) to 5 (very often or a great deal) 

 

SECONDARY CONTROL COPING ITEMS 

SES 

1. I talk about my Parkinson’s with people who care about me because it helps me to feel better 

about myself. 

3. I talk to other people with Parkinson’s to remind me that I am not alone with this problem. 

5. I sometimes share my feelings about having Parkinson’s in order to feel better. 

 HOW 

2. I try to keep doing the same things I did before I got Parkinson’s even if I have to do them 

slower or less often than before. 

4. I still do the things that I used to do before getting Parkinson’s, I just do them differently 

now. 

6. I get help from friends or family so that I can still do the things I want to do. 

8. In order to do the things I want to do, I would use physical aids (such as a cane, walker, 

wheelchair, Velcro fasteners, etc.). 

14. I accept help when people offer it so that I can do the things I want to do. 

 SCA 

7. Since getting Parkinson’s, I have changed some of my beliefs about what is important in life. 

10. Since having Parkinson’s, I have changed my beliefs about what it means to be good at the 

things I do. 

12. When deciding whether I am doing well at something, I compare myself to other people who 

have Parkinson’s (or similar problems), rather than to people who do not have a medical problem 

like mine. 

13. When thinking about my situation, I try to focus on how I’m doing compared to others with 

difficulties that are worse than mine. 

16. One way I cope with my Parkinson’s is by comparing myself to other people with similar 

problems. 

 

WHAT 

9. Parkinson’s has made it harder to do many of my old activities, so I have chosen fewer of 

those activities to focus my energy on. 

11. Parkinson’s has made it hard to do my old activities, so I have tried new ones instead. 

15. I have started doing some new activities because they are easier to do than my old activities, 

now that I have Parkinson’s. 

 

ABANDONED / RELINQUISHED CONTROL COPING ITEMS 

1.  There is little I can do to help with my Parkinson’s. 

2.  I frequently tell others about how terrible it is to have Parkinson’s. 

3.  I don’t do very much anymore because of my Parkinson’s 
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APPENDIX K 

 

PSYCHOSOCIAL ADJUSTMENT TO ILLNESS SCALE-SR (PAIS-SR) 

 

Vocational Environment Factor 

1.  Has your Parkinson’s interfered with your ability to do your job (or with your customary daily 

activity if you were retired or not working when diagnosed)? 

 1 No problems with my job 

2 Some problems, but only minor ones 

3 Some serious problems 

 4 Illness has totally prevented me from doing my job 

2.  How well do you physically perform your job (or customary daily activity) now? 

 1 Poorly 

 2 Not too well 

 3 Adequately 

 4 Very well 

3.   During the past 30 days, have you lost any time at work (or from your customary daily 

activity) due to your Parkinson’s? 

 1 3 days or less 

 2 1 week 

 3 2 weeks 

 4 More than 2 weeks 

4.  Is your job (or customary daily activity) as important to you now as it was before your 

Parkinson’s? 

 1 Little or no importance to me now 

 2 A lot less important 

 3 Slightly less important 

 4 Equal or greater importance than before 

5.  Have you had to change your goals concerning your job (or customary daily activity) as a 

result of your Parkinson’s?  

 1 My goals are unchanged 

 2 There has been a slight change in my goals 

 3 My goals have changed 

 4 I have changed my goals completely 

Social Environment Factor 

6.  Are you still as interested in your leisure time activities and hobbies as you were prior to your 

Parkinson’s? 

 1 Same level of interest as previously 

 2 Slightly less interest than before 

 3 Significantly less interest than before 

 4 Little or no interest remaining 

7.  How about actual participation?  Are you still actively involved in doing those activities?  

 1 Little or no participation at present 

 2 Participation reduced significantly 

 3 Participation reduced slightly 
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 4 Participation remains unchanged 

8.  Are you as interested in leisure time activities with your family (i.e., playing cards & games, 

taking trips, going swimming, etc.) as you were prior to your Parkinson’s? 

 1 Same level of interest as previously 

 2 Slightly less interest than before 

 3 Significantly less interest than before 

 4 Little or no interest remaining 

9.  Do you still participate in those activities to the same degree you once did?  

 1 Little or no participation at present 

 2 Participation reduced significantly 

 3 Participation reduced slightly 

 4 Participation remains unchanged 

10.  Have you maintained your interest in social activities since your Parkinson’s (e.g., social 

clubs, church groups, going to the movies, etc.)? 

 1 Same level of interest as previously 

 2 Slightly less interest than before 

 3 Significantly less interest than before 

 4 Little or no interest remaining 

Relationship with Partner and Family Factor 

11.  How would you describe your relationship with your husband or wife (partner, if not 

married) since your Parkinson’s? 

 1 Good 

 2 Fair 

 3 Poor 

 4 Very poor 

12.  How would you describe your general relationships with other people you live with (e.g., 

children, parents, aunts, etc.)? 

 1 Very poor 

 2 Poor 

 3 Fair 

 4 Good 

13.  Has your Parkinson’s resulted in a decrease in communication between you and members of 

your family? 

 1 No decrease in communication 

 2 A slight decrease in communication 

 3 Communication has decreased, and I feel somewhat withdrawn from them 

 4 Communication has decreased a lot, and I feel very alone. 

Additional Items concerning Friendships (not part of PAIS-SR) 

14.  Have you had as much contact as usual (either personally or by telephone) with friends since 

your Parkinson’s disease? 

 1 Contact is the same or greater since Parkinson’s 

 2 Contact is slightly less 

 3 Contact is markedly less 

 4 No contact since Parkinson’s 

15.  Have you remained as interested in getting together with these friends since your 

Parkinson’s disease? 
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 1 Little or no interest in getting together with them 

 2 Interest is a lot less than before 

 3 Interest is slightly less 

 4 Interest is the same or greater 

16.  Sometimes people with Parkinson’s disease are forced to depend on friends outside their 

household for physical help.  Do you need physical help from them, and do they supply the help 

you need? 

 1 I need no help, or they give me all the help I need 

 2 Their help is enough except for some minor things 

 3 They give me some help, but not enough 

 4 They give me little or no help even though I need a great deal 

17. Some people socialize a great deal with friends.  Do you do much socializing with these 

friends, and has your Parkinson’s reduced such socializing? 

 1 Socializing with them has been pretty much eliminated 

 2 Socializing with them has been reduced significantly 

 3 Socializing with them has been reduced somewhat 

 4 Socializing with them has been pretty much unaffected, or I have never done much 

socializing of this kind 

18.  In general, how have you been getting along with these friends recently? 

 1 Good 

 2 Fair 

 3 Poor 

 4 Very poor 
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APPENDIX L 

 

SATISFACTION WITH LIFE SCALE 

 

Rating Scale:  0 (Strongly Disagree) to 5 (Strongly Agree) 

 

1. In most ways my life is close to my ideal. 

2. The conditions of my life are excellent. 

3. I am satisfied with my life. 

4. So far I have gotten the important things I want in life. 

5. If I could live my life over, I would change almost nothing. 
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APPENDIX M 

 

PURPOSE IN LIFE SCALE 

 

Rating Scale: 1 (Strongly Disagree) to 6 (Strongly Agree) 

 

1.  I feel good when I think of what I’ve done in the past and what I hope to do in the future.   

 [2].  I live life one day at a time and don’t really think about the future.   

 [3].  I tend to focus on the present, because the future nearly always brings me problems.   

4.  I have a sense of direction and purpose in life.   

 [5].  My daily activities often seem trivial and unimportant to me. 

 [6].  I don’t have a good sense of what it is I’m trying to accomplish in life. 

 [7].  I used to set goals for myself, but that now seems like a waste of time. 

8.  I enjoy making plans for the future and working to make them a reality. 

9.  I am an active person in carrying out the plans I set for myself. 

10.  Some people wander aimlessly through life, but I am not one of them. 

 [11].  I sometimes feel as if I’ve done all there is to do in life. 

12.  My aims in life have been more a source of satisfaction than frustration to me. 

13.  I find it satisfying to think about what I have accomplished in life. 

[14].  In the final analysis, I’m not so sure that my life adds up to much.  

(Bracketed items are reverse-coded) 
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APPENDIX N 

 

BECK DEPRESSION INVENTORY 

 

1) 0 I do not feel sad or blue. 

 1 I feel sad or blue. 

 2 I am blue or sad all the time and I can't snap out of it. 

 3 I am so sad or blue that it is quite painful. 

 4 I am so sad or unhappy that I can't stand it. 

 

2) 0 I am not particularly pessimistic or discouraged about the future. 

 1 I feel discouraged about the future. 

 2 I feel I have nothing to look forward to. 

 3 I feel I won't ever get over my troubles. 

 4 I feel that the future is hopeless and that things cannot improve. 

 

3) 1 I do not feel like a failure. 

 2 I feel I have failed more than the average person. 

 3a I feel I have accomplished very little that is worthwhile or that means anything. 

 3b As I look back on my life all that I can see is a lot of failure. 

 4 I feel I am a complete failure as a person (parent, husband, wife, etc.). 

 

4)  1  I am not particularly dissatisfied. 

 2a I feel bored most of the time. 

 2b I don't enjoy things the way I used to. 

 3 I don't get satisfaction out of anything any more. 

 4 I am dissatisfied with everything. 

 

5) 1 I don't feel particularly guilty. 

 2 I feel bad or unworthy a  good part of the time. 

 3a I feel quite guilty. 

 3b I feel bad or unworthy practically all the time now. 

 4 I feel as though I am very bad or worthless. 

 

6) 1 I don't feel I am being punished. 

 2 I have a feeling that something bad may happen to me.  

 3 I feel I am being punished or will be punished. 

 4a I feel I deserve to be punished. 

 4b I want to be punished. 

  

7) 1 I don't feel disappointed in myself. 

 2a I am disappointed in myself. 

 2b I don't like myself. 

 3 I am disgusted with myself. 

 4 I hate myself. 
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8)  1 I don't feel I am any worse than anybody else. 

 2  I am critical or myself for my weaknesses or mistakes. 

 3 I blame myself for my faults. 

 4 I blame myself for everything bad that happens. 

 

9) 1 I don't have any thoughts of harming myself. 

 2 I have thoughts of harming myself but I would not carry them out. 

 3a I feel that I would be better off dead. 

 3b I feel that my family would be better off if I were dead. 

 4a I have definite plans about committing suicide. 

 4b I would kill myself if I could. 

 

10) 1 I don't cry any more than usual. 

 2 I cry more now than I used to. 

 3 I cry all the time now; I can't stop it. 

 4 I used to be able to cry but now I can't cry even though I want to. 

  

11) 1 I am no more irritated now than I ever am. 

 2 I get annoyed or irritated more easily than I used to.  

 3 I feel irritated all the time now. 

 4 I don't get irritated at all at the things that used to irritate me.  

   

12) 1 I have not lost interest in other people. 

 2 I am less interested in other people than I used to be. 

 3 I have lost most of my interest in other people and have little feeling for them. 

4 I have lost all of my interest in other people and don't care about them at all. 

 

13) 1 I make decisions about as well as ever. 

 2 I try to put off making decisions. 

 3 I have great difficulty in making decisions. 

 4 I can't make any decisions at all anymore. 

 

14) 1 I don't feel I look any worse than I used to. 

 2  I am worried that I am looking old or unattractive. 

 3 I feel that there are permanent changes in my appearance and they make me look 

unattractive. 

 4 I feel that I am ugly or repulsive looking. 

 

15) 1 I can work about as well as before. 

 2a It takes extra effort to get started at doing something. 

 2b I don't work as well as I used to. 

 3 I have to push myself very hard to do anything. 

 4 I can't do any work at all. 

 

16)  1 I can sleep as well as usual. 

 2 I wake up more tired in the morning than I used to. 
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 3 I wake up 1-2 hours earlier than usual and find it hard to get back to sleep. 

 4 I wake up early every day and  can't get more than 5 hours of sleep. 

 

17) 1 I don't get any more tired than usual. 

 2 I get tired more easily than I used to. 

 3 I get tired from doing anything. 

 4 I get too tired to do anything. 

 

18) 1 My appetite is no worse than usual. 

 2 My appetite is not as good as it used to be. 

 3 My appetite is much worse now. 

 4 I have no appetite at all anymore. 

 

19) 1 I haven't lost much weight, if any, lately. 

 2 I have lost more than 5 pounds. 

 3 I have lost more than 10 pounds. 

 4 I have lost more than 15 pounds. 

 

20) 1 I am no more concerned about my health than usual. 

 2 I am concerned about aches and pains or upset stomach or constipation. 

 3 I am so concerned with how I feel or what I feel that it's hard to think or much else. 

 4 I am completely absorbed in what I feel. 

 

21) 1 I have not noticed any recent change in my interest in sex. 

 2  I am less interested in sex than I used to be. 

 3 I am much less interested in sex now. 

 4 I have lost interest in sex completely. 
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